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Abstract 
Lisa C. Lindley: Providing Hospice Care for Children: An Organizational Study 
(Under the direction of Barbara Mark) 
 
Background: Of the 54,000 children, who die in the US, many lack access to hospice care. 
As terminally ill children increasingly return home to die, little is known about the hospices 
that provide care for children and what factors may influence whether care is provided.  
Objective: To understand the institutional and resource factors that may influence the 
provision of hospice care for children, while controlling for organizational and market 
factors. 
Methods: This study used a retrospective, longitudinal design. The main data source was the 
California OSHPD –State Utilization Data File of Home Health Agency and Hospice 
Facilities 2002 to 2008. After applying inclusion and exclusion criteria, the sample size was 
1,368 hospice observations over 7 years. Drawing on institutional and resource dependence 
theory, this study used generalized estimating equations to examine the institutional and 
resource pressures associated with provision of hospice care. Interaction terms were included 
to assess the moderating effect of resource pressures on the relationship between institutional 
pressures and provision of care. 
Results: The percentage of hospices providing care for children significantly declined from 
2002 to 2008. This study found that provision of hospice care for children was positively 
associated with membership in a professional group, and was negatively related to small-
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sized hospice, medium-sized hospices, and increasing competition. There was no effect of 
accreditation, organization leader, or other income on providing pediatric hospice care. In 
addition, small size attenuated the accreditation-provision relationship and medium size 
magnified the membership-provision relationship.     
Conclusions: The findings of this study provide specific information on the institutional and 
resource pressures exerted on hospices in the provision of care for children, and suggests 
organizational and policy level strategies to improve access to and delivery of hospice care 
for children.  
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Chapter 1: Background and Significance 
 
Problem Statement  
 Children with life-limiting illnesses in the United States (US) often lack access to 
hospice care at home or in a dedicated facility when they reach the end of their lives (Dabbs 
et al., 2007; Institute of Medicine [IOM], 2003). Researchers have found that only 60% of 
pediatric oncology institutions offer hospice care, and as few as 40% of hospice and home 
health agencies provide hospice care for children (Johnston et al., 2008; Leuthner et al., 
2004). Additionally, hospice care is seldom used by children with life-limiting illnesses and 
their families. In a white paper produced by the Children’s International Project on 
Palliative/Hospice Services (ChiPPs) for the National Hospice and Palliative Care 
Organization (NHPCO), experts in the field of pediatric, end-of-life care reported that less 
than 10% of the approximately 54,000 children dying annually receive hospice care (ChiPPs, 
2001). Others have drawn similar conclusions in studies of children with cancer and acquired 
immune deficiency syndrome (AIDS) (Klopfenstein et al., 2001; Lyon et al., 2008).  
 The rate of children’s hospice care utilization often does not match the need. For 
example, infants have the highest mortality of any pediatric age group but use hospice 
services the least (Hendricks-Ferguson, 2008; Lindley et al., 2009; Lyon et al., 2008; Martin 
et al., 2008). Children who do use hospice care are often admitted late in their disease 
trajectory and have short lengths of stays, typically ranging from 1 day to 4 months (Davies 
et al., 2008; Fowler et al., 2006; Hendricks-Ferguson, 2008; Knapp et al., 2009; Sheetz & 
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Bowman, 2008; Thompson et al., 2009; Zwerdling et al., 2000). Although families may 
choose to forgo hospice care for personal reasons, this evidence suggests a critical problem in 
access to hospice care for children and their families.  
Background 
 Child mortality prevalence. In 2009, children under the age of 20 accounted for 
approximately 24% of the US population, or 74 million persons (US Census, 2010). Of the 
2.4 million deaths in the US, children represented 2%, or 54,000 deaths, annually (Centers 
for Disease Control [CDC], 2009). Using the CDC age groupings, 55% of children’s deaths 
were infants (< 1 year), 9% were toddlers (1 to 4 years), 11% were school-age children (5 to 
14 years old), and 25% were adolescents and young adults (15 to 24 years old) (CDC, 2005; 
Heron et al., 2010; Kozier et al., 2004).  
 Health conditions associated with life-limiting illness. Even though accidents and 
injuries are the most common causes of death in children, there are a number of health 
conditions associated with childhood mortality from disease (Martin et al., 2008). Infants 
with life-limiting illnesses often die of congenital anomalies, short gestation periods, sudden 
infant death syndrome (SIDS), and maternal pregnancy complications. Toddlers, school-age 
children, and adolescents often die of cancer (e.g., leukemia and brain tumors), congenital 
anomalies, and heart disease (CDC, 2005; Drake et al., 2003; Feudtner et al., 2001; Hays et 
al., 2006; Hendricks-Ferguson, 2008; Heron et al., 2010; Klopfenstein et al., 2001).  
 Evolution of hospice care for children. Homes for the dying appeared in the US at 
the turn of the 20th century; however, it was not until the late 1970s that pediatric hospice 
services emerged in the healthcare landscape (Siebold, 1992). In 1972, pediatric hospice 
researchers in Minneapolis, Minnesota, found that having a primary nurse support the parents 
and the availability of a community-based nurse network ensured continuity of care and 
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made it feasible and desirable for children to die at home (Martinson & Enos, 1985). Based 
on this research and the groundbreaking hospice work in the United Kingdom (UK), several 
organizations began serving children in 1979. These early providers included Edmarc, a 
pediatric-only, home-care hospice in Virginia (Children’s Hospice International, 2009; 
Crenshaw-Cutchins & Mease, 1985); Hospice of Northern Virginia, the first adult-oriented, 
home care hospice program to develop a children's component (Children’s Hospice 
International, 2009); and the Children’s Hospital in Denver, Colorado, the first neonatal 
hospice program located in a neonatal intensive care unit (NICU) (Siegal et al., 1985). 
Today, hospice care is provided to children at acute care hospitals and in the community at 
home or in dedicated hospice facilities (IOM, 2003). 
 Benefits of hospice care for children. Hospice care is most often associated with 
elderly cancer patients (NHPCO, 2009a); however, recent research suggests that hospice care 
offers physical and psychosocial benefits for children with life-limiting illnesses and their 
families through medication management, skilled nursing care, spiritual care, palliative 
radiation, bereavement care, and respite care (Davies et al., 2002; Dickens, 2010; Kang et al., 
2005; Knapp & Contro, 2010; Lyon et al., 2008; McSherry et al., 2007; Wilkinson et al., 
2007). Children receiving hospice care generally experience less suffering from pain and 
other symptoms, and have a higher quality of end of life compared to those who do not 
receive hospice care (Hays et al., 2006; Hendricks-Ferguson, 2008; Lyon et al., 2008; Wolfe 
et al., 2008). Experts in the field of pediatric end-of-life care suggest that early hospice care 
utilization is preferred because it gives families the opportunity to gradually transition to the 
end-of-life period (Golan et al., 2008; IOM, 2003). It also allows families to learn what to 
expect during the disease trajectory and communicate with their child about death and dying 
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through the guidance of the hospice team (Mack & Wolfe, 2006; Steele et al, 2005). In 
general, families are very satisfied with the care provided to their children through hospice 
services (Brosig et al., 2007; Davies et al., 2004, 2007; deCinque et al., 2006; Rhodes et al., 
2008; Widger & Picot, 2008). Although these studies were not randomized control trials and 
lacked generalizability beyond a single health care organization, the findings were definitive 
and applicable to children with life-limiting illnesses.   
 Organization of hospice care for children. Despite the benefits, children rarely 
access hospice care through community-based hospice providers. Studies show that whether 
or not children do so depends upon families’ acceptance of the children’s limited life 
expectancy, clinicians’ referrals to hospice, and health reimbursement policies (Davies et al., 
2008; Fowler et al., 2006; IOM, 2003). However, hospice organizations may contribute to the 
problem depending on the services they provide, location of care, agency type, and decisions 
whether or not to provide care for children (IOM, 2003). 
 Hospice services. In their design of service offerings, hospice organizations may 
advertently or inadvertently affect children’s access to care. Children with life-limiting 
illnesses increasingly need more medically complex services even at the end of their lives 
(Feudtner et al., 2001); however, the range of hospice services offered varies greatly (Carlson 
et al., 2007). Services such as registered nurse care, spiritual care, and social services were 
common in the 1990s, but now, child-focused and medically complex services such as blood 
product support, chemotherapy, play therapy, and physical therapy are needed (Johnston et 
al., 2008; Leuthner et al., 2004; Mash & Lloyd-Williams, 2006). Although these services are 
often not reimbursed by health insurance providers, there is a growing consensus in the 
hospice community about the value and need to offer these services to improve the quality of 
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end of life (Connor, 2007; Huskamp et al., 2001; Lorenz et al., 2004; Lutz et al., 2004; 
McCue & Thompson, 2005, 2006; Smith et al., 2008). Knowing more about the changing 
nature of services available for children at the end of their lives may provide important 
administrative and policy insight into expanding access to and improving delivery of hospice 
care services to children. 
 Geographic location. Children with life-limiting illnesses in rural areas of the US 
may have increasingly limited or no access to hospice care. Virnig et al. (2006) showed that 
in 2002, 23% of such areas lacked access to home-based hospice care. By 2006, 62% to 92% 
of rural counties had no hospice providers (Madigan et al., 2009). Children with life-limiting 
illnesses from such areas may have an increasing need for rural hospice care as they return 
home from urban-based children’s hospitals once their medical treatments have been 
discontinued (Feudtner et al, 2002, 2006, 2007; Klopfenstein et al., 2001). Understanding the 
availability of rural versus urban hospice care may inform policies aimed at improving access 
to hospice care for children in rural areas.  
 Agency types. Terminally ill children are increasingly dying at home rather than in 
the hospital (Feudtner et al., 2002; Feudtner et al., 2007), and they have a need for 
community-based hospice care as provided by home health, freestanding hospices, or long 
term care facilities. Several Canadian researchers have reported evidence in support of this 
assertion (Vandeboncoeur et al., 2009; Widger et al., 2007). International scholars have 
described the type of organization that provided hospice care to children from Australia, 
Canada, and the United Kingdom and discovered that care was distributed evenly between 
home (35.1%), hospice facility (32.1%), and hospital (31.9%) (Siden et al., 2008). Those that 
have explored this issue in the US have suggested that freestanding hospice organizations 
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generally provided care more often to children than did hospitals, home health agencies, or 
nursing homes; however, infants and school-aged children were more often admitted to 
nursing homes (Lindley et al., 2009). This literature suggests that hospice care may be 
trending towards community-based providers; however, these studies have been primarily 
conducted outside the US. Therefore, developing our knowledge of the type of organizations 
that provide hospice care for children and how those types may have changed over time may 
provide policy insight necessary to increase access to community-based hospice care in the 
US. 
 Care provision. Whether or not hospice organizations actually provide pediatric care 
is a critical determinant of access (Aday & Andersen, 1974). There is emerging evidence that 
institutional and resource factors may have a profound and dynamic influence on the 
provision of hospice care for children. Hospice organizations face institutional pressures 
from regulatory agencies and professional associations to provide hospice care for all patients 
regardless of age, disease type, race, and gender (Abel, 1986; Connor, 2007). At the same 
time, organizations face resource constraints in providing hospice care for high-cost patient 
populations such as children (McCue & Thompson, 2005, 2006). In the current economic 
recession, many hospice organizations are reacting to the changing economy and modifying 
service provision as a means to maintain and enhance resource flows, often contrary to 
institutional pressures (Bardham & Walker, 2010). A study exploring the provision of 
hospice care for children over a period of time may provide more information for clinicians 
and policy makers regarding the dynamic factors that influence their economic decisions 
(IOM, 2003).  
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Study Purpose and Research Questions 
 The purpose of this study was to understand the organization of hospice care provided 
for children and to explore the dynamic relationships that affect children’s access to hospice 
care. The study sought to answer the following questions: 
 
1. How is hospice care organized for children, and how has it changed from 2002 to 
2008? 
1.1. What hospice care services are provided for children, and have services 
changed over time? 
1.2. What are the geographic locations where hospice care is provided for 
children, and have the geographic locations changed over time?  
1.3. What community-based agencies are providing hospice care for children, 
and have the agency types changed over time? 
2. What is the nature of the relationships between institutional and resource factors 
and hospice care provision for children over time?  
2.1. Are hospice organizations influenced by the institutional nature of the 
hospice industry to provide hospice care for children? 
2.2. Does a lack of resources inhibit hospice organizations from providing 
care for children? 
2.3. How do hospice organizations respond to institutional pressures when 
they lack resources? 
Study Significance 
 Examining the organizations that provide hospice care for children is important and 
timely. First, families of children with life-limiting illnesses should be interested in knowing 
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about alternative care models at end of life. Until there is a better understanding of 
community-based hospice organizations that provide care for children with life-limiting 
illnesses, hospital acute care may continue to be the primary mode of care for those children. 
All too often hospitalized children do not receive adequate pain and symptom management 
and suffer significantly from pain, anxiety, dyspnea, and fatigue at the ends of their lives 
(Drake et al., 2003; Heath et al., 2010; Ullrich et al., 2010b; Wolfe et al., 2008). Although 
many parents experience discomfort when making decisions about end-of-life care, families 
who want to bring their children home to die often cannot because they do not wish to 
discontinue treatments or are unaware of hospice care for children (Beckstrand et al., 2009; 
Dussel et al., 2009; Hechler et al., 2008; Michelson et al., 2009; Midson & Carter, 2010; 
Surkan et al., 2006; Vickers et al., 2000; Zelcer et al., 2010). In addition, the delivery of care 
to children in the acute hospital setting can be costly, averaging up to approximately 
$800,000 per child for the last 6 months of life (Ward-Smith et al., 2008). This study may 
offer insight into another care delivery option for children with life-limiting illnesses that 
may be more effective in managing quality of end of life and more affordable both to 
families and the health-care system.  
 From the perspective of policy makers, it is important to know whether there are 
desirable as well as undesirable changes in the provision of hospice care for children. The 
recent economic downturn and subsequent state budget constraints have adversely affected 
health care availability for children (Johnson et al., 2010). Several states have debated 
eliminating hospice care from their Medicaid programs, and others have trimmed services 
and delayed payments (Johnson et al., 2008, 2010; Tuch, 2009). Many states, such as 
Colorado, have opted to not include the hospice benefit in their Children's Health Insurance 
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Program (CHIP). Others, such as Texas, have recently eliminated the benefit during budget 
cuts (Dunkelberg & O'Malley, 2004; Healthinsurancefinders, 2009; Wysen et al., 2003). 
Likewise, Florida, Iowa, Kansas, Missouri, and South Carolina have debated eliminating 
hospice care from their Medicaid programs (Hospice & Palliative Care Association of Iowa, 
2010; NHPCO, 2003; Shields, 2010; Tuch, 2009). California also has debated benefit 
changes in Medicaid and CHIP, but instead of eliminating the hospice benefit entirely, it 
trimmed hospice services and delayed payments (California Department of Health Care 
Services, 2009, 2010). A study considering hospice care services for children over an 
extended period and may give policy makers more information on the factors affecting its 
provision.  
 For hospice administrators, this study offers timely empirical evidence regarding a 
specific hospice patient population affected by recent changes in federal and state health care 
policy. The passage of the Patient Protection and Affordable Care Act (PPACA) of 2010 
allows children with life-limiting illnesses who are enrolled in Medicaid or CHIP to receive 
hospice services without foregoing curative treatment related to the terminal illness 
(Govtrack, 2010). In addition, the PPACA requires that hospice organizations report quality 
measures or risk cuts in their Medicare and Medicaid reimbursement (Govtrack, 2010; 
NHPCO, 2010). In conjunction with health care reform, Florida, Colorado, New York, 
Massachusetts, and California have recently passed legislation experimenting with modified 
end-of-life care models for children and reimbursement programs to providers (Dabbs et al., 
2007). Evidence from this study may assist hospice organizations in navigating this uncertain 
funding environment for children.  
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Study Definitions 
 To clarify terminology used in this study, the following definitions are provided. 
Children are defined as persons under 21 years of age. Children with life-limiting illnesses 
are those that have illnesses or conditions that are fatal or carry a substantial probability of 
death in childhood (IOM, 2003).  
 Hospice care describes a philosophy, site of care, or program of care (IOM, 2003). 
Admission to hospice care requires that children have a life expectancy of approximately six 
months or less as certified by a hospice medical director and an attending physician 
(Bonebrake et al., 2010). The program of hospice care includes physical, emotional, social, 
and spiritual support services provided by an interdisciplinary health care team (Children’s 
Hospice International [CHI], 2009; Corr & Corr, 1985, 1988; Hospice Foundation of 
America, 2010; Martinson, 1976; Martinson et al., 1977). Hospice care for children including 
infants to adolescents is often referred to as pediatric hospice care (Calhoun et al., 2003; 
Corr & Corr, 1985, 1988; Hoeldtke & Calhoun, 2001; Rousch et al., 2007). For the purposes 
of this study, the term hospice care was used to describe a program of pediatric care provided 
for children under the age of 21 years.  
 Provision of hospice care is defined as providing hospice care services including 
core, noncore, and other services to hospice beneficiaries. Based on the Centers for Medicare 
& Medicaid Services (CMS), hospice organizations must offer core and noncore services to 
patients (US Government Printing Office, 2010). Core services are those that must be 
provided by hospice staff—skilled nursing is an example. Noncore services, such as medical 
equipment, are those that may be outsourced. All other services, such as radiation therapy, 
are unregulated and nonreimbursable by most public and private insurance plans (US 
Government Printing Office, 2010).  
11 
 
 Hospice organizations are defined as community-based hospice and home health 
agencies that provide hospice care in a non-acute care setting that is centered in or around a 
community.  
Theoretical Framework and Conceptual Model 
 Drawing on institutional and resource dependence theories, this study conceptualized 
the provision of hospice care for children as a dynamic interplay between institutional and 
resource factors while controlling for organizational and market factors. Figure 1 presents the 
conceptual model. The framework will be discussed in detail in Chapter 2.  
 
 
 
 
 
 
 
Figure 1. Conceptual model of provision of hospice care for children. 
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Methodology Overview 
 This study was a retrospective, longitudinal study that used data from the California 
Office of Statewide Planning and Development (CA OSHPD) for the years 2002 through 
2008. The unit of analysis was the hospice-year observation. There were six other data 
sources: California Department of Public Health, California Employment Development 
Department, United States Department of Agriculture, California Department of Finance, 
Children's Hospice and Palliative Care Coalition of California, and the National Association 
of Children's Hospitals and Related Institutions. The statistical analyses included univariate, 
bivariate, and multivariate analyses.  
Dissertation Organization  
 The remainder of this dissertation is organized as follows: Chapter 2 reviews 
institutional theory and resource dependence theory and presents a conceptual model. 
Chapter 3 reviews the literature on institutional, resource, organizational, and market factors 
associated with the provision of hospice care  for children and suggests hypotheses. Chapter 
4 discusses the methodology of the study including research design, data sources, sampling, 
measures, data analysis, and analytical issues. Chapter 5 presents the results of the statistical 
analyses and Chapter 6 is the discussion of those results.  
  
 
Chapter 2: Theoretical Framework 
Introduction 
 The objective of this longitudinal study is to describe the characteristics of 
organizations that provide hospice care services for children and to understand the influence 
of institutional and resource factors over time on the provision of hospice care for children. 
The purpose of this chapter is to develop a theoretical framework based on institutional 
theory and resource dependence theory that poses a logical argument about the relationship 
between institutional and resource factors and the provision of hospice care for children. It 
provides a discussion of each theory and the rationale for its use. The chapter concludes by 
integrating the theories to create a conceptual model that addresses the factors underlying the 
provision of hospice care for children.      
Understanding Institutional Theory 
 Theoretical perspective. With historical roots in the disciplines of economics, 
political science, and sociology, institutional theory draws from natural- and open-system 
perspectives that focus on how organizations adapt to the demands of their complex and 
uncertain environments (Meyer & Rowan, 1977; Scott & Davis, 2007; Zucker, 1977). A 
natural-system perspective defines organizations as collectives that pursue multiple interests 
to perpetuate their survival (Scott & Davis, 2007). An open-system perspective, on the other 
hand, emphasizes that organizations depend on the environment for flows of people, 
resources, and information (Scott & Davis, 2007). Combining these perspectives suggests 
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that organizations are responsive to and dependent on other organizations in their 
environment.    
 Institutional theory emphasizes that organizations adapt to what society views as the 
correct way of organizing and behaving to survive (DiMaggio & Powell, 1983; Meyer & 
Rowan, 1977; Powell & DiMaggio, 1991; Scott, 2001; Scott & Davis, 2007). Institutional 
theorists have traditionally focused on how organizational structures and processes are put 
into practice based on the organization's need for legitimacy. With regard to health care 
organizations, organizational structures refer to the "relatively stable characteristics of the 
providers of care, of the tools and resources they have at their disposal, and of the physical 
and organizational settings in which they work." (Donabedian, 1980, p. 81). Processes are 
defined as an organized group of related tasks and activities that transform inputs into outputs 
(Daft, 2004). Legitimacy occurs when an organization's actions are seen as appropriate 
within the norms, values, and beliefs of the organization's stakeholders  and their 
environment (Suchman, 1995). Institutional theory posits that organizational legitimacy and 
support depends on congruence between stakeholders' expectations and organizational 
responses. The survival of the organization, therefore, is contingent on conformity to 
externally imposed requirements such as laws, accreditation criteria, and professional 
standards.    
 Institutional environment. A basic premise of institutional theory is that 
organizations operate in an institutional environment. The environment is composed of a set 
of regulatory (e.g., rules, laws, and sanctions), normative (e.g., professional standards and 
certification), and cultural-cognitive elements (e.g., common beliefs and values) (Scott, 2001; 
Scott & Meyer, 1983). These elements are derived from deeply ingrained, socially 
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constructed realities that become rationalized myths over time (Meyer & Rowan, 1977). 
Rational, in this sense, refers to institutional norms and values that are considered true based 
on laws, standards, and guidelines. Myths are repeated, copied, or widely accepted as social 
reality, but not tested empirically. Once created, these rationalized myths are reinforced by 
key stakeholders in the institutional environment (Meyer & Rowan, 1977).  
 Institutional demands. A key concept of the institutional perspective is that 
organizations encounter three types of demands to which they must conform: coercive, 
normative, and mimetic demands (DiMaggio & Powell, 1983). Coercive demands are formal 
and informal pressures exerted on the organization by key regulatory stakeholders 
(DiMaggio & Powell, 1983). Coercive forces constrain organizations by prescribing uniform 
standards, mandating compliance with rules and regulations, legislating competencies, 
requiring ways of deploying resources, and defining what resources are socially acceptable 
(Oliver, 1997). For example, accrediting agencies do not have legal enforcement power; 
however, their requirements for accreditation exert a coercive pressure on hospice 
organizations to comply or risk loss of resources and prestige. Accreditation requires that 
hospice organizations have established prescribed infrastructures, policies, procedures, and 
requirements for provision of care (Au et al., 2009; Connor, 2007). In some markets, 
accreditation is a prerequisite for participation in managed care plans and contract bidding 
(Joint Commission, 2010). Organizations comply with rules and regulations because key 
stakeholders have the power to confer legitimacy, legal authority, and/or control over 
important resources and support (Scott, 2004). 
 Normative demands are societal expectations of organizations based on what is 
deemed to be high professional caliber (Scott, 2003). These demands are often the result of 
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what is taught in schools, researched and reported in books and journals, and advocated 
among professional groups. The professional environment defines what is valued and 
expected by organizational members. Compliance is enforced through a sense of social 
obligation in the profession's members (Scott, 2001). For example, the National Hospice and 
Palliative Care Organization developed and issued pediatric standards of practice in 2009. 
These standards require hospice organizations to develop an infrastructure for pediatrics 
including clinical guidelines, workforce requirements, and performance measures (Friebert & 
Huff, 2009). Professional groups such as the Children's Hospice and Palliative Care Coalition 
reinforce these standards among their members through training (Children's Hospice and 
Palliative Care Coalition, 2010).  
 Mimetic demands are pressures to copy the behavior of other organizations (Scott, 
2004). In an environment with increasing uncertainty, other organizations provide a reference 
for modeling what works elsewhere (Scott, 2003). Identifying and implementing best 
practices is an example of organizational imitation (Daft, 2004). However, emulating other 
organizations may occur without any clear proof that performance will be improved (Daft, 
2004). Total quality management and rapid response teams are examples of practices 
currently being copied by health care organizations without evidence that they improve 
patient care. Compliance with mimetic demands occurs when other types of action are 
considered impossible or because routines are taken for granted as the way things are done 
(Scott, 2001).   
 Organizational response to institutional demands. From the perspective of 
institutional theory, organizations respond to the institutional environment in a rational and 
deliberate manner (Scott, 2004, 2008). Responses are developed internally or copied from 
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successful organizations resulting in uniformity among organizations within an industry. 
Conforming to societal pressures offers organizations legitimacy and support, buffers them 
from turbulence, and promotes stability (DiMaggio & Powell, 1983; Meyer & Rowan, 1977). 
Legitimacy occurs when an organization's actions are congruent with societal expectations 
(Goodrick & Salancik, 1996; Granovetter, 1985; Meyer & Rowan, 1977; Oliver, 1997; 
Suchman, 1995). Institutional theorists have asserted that organizations will conform to 
societal norms and values not because it makes them more efficient, but because violations 
call into question the organization's legitimacy and its ability to secure resources and support 
for survival (Deephouse, 1996; DiMaggio & Powell, 1983). Therefore, the most efficient 
route is not always taken.  
 Although conformity and isomorphism are major tenets of institutional theory, some 
theorists have challenged their preeminence and suggested that although all organizations in 
an industry are subject to institutional demands, they do not all respond in the same manner 
(Oliver, 1991). They have posited that responses range from acquiesce to defiance (Oliver, 
1991). Still, some organizations do acquiesce and conform completely to societal 
expectations, such as hospice organizations that provide care for children by completely 
obeying the established  rules and accepting the norms within the hospice industry.  
 More realistically, perhaps, some organizations choose to conform partially to 
societal expectations. They may consider unqualified conformity unacceptable and respond 
by compromising with external stakeholders. This allows the organization to buffer itself 
from unwanted demands from constituents while permitting some organizational autonomy 
(Westphal & Zajac, 1994). A common compromise tactic is loose coupling. It refers to a 
process of separating operations of an organization or the technical core from the institutional 
18 
 
environment (Daft, 2004; Mintzberg, 1979). Thus, the technical core can be responsive to the 
institutional environment, but it is separate and retains its own identity (Weick, 1976). In 
hospice care, this can take the form of organizations that come under pressure to address 
patient safety issues. They may continue to care for patients but may allocate resources to 
staff training and safety monitoring to fit government and accrediting agency expectations of 
patient safety rather than choosing only one focus over another.  
 Organizations can avoid conformity by concealing their nonconformity through 
decoupling. It differs from loose coupling in the degree to which the technical core is 
separated from institutional stakeholders. Organizations may appear to institutional 
constituents as if they are conforming to their demands; however, they are completely 
isolating and protecting internal operations from the external environment (Meyer & Rowan, 
1977). They may engage in "window dressing," ritualism, ceremonial pretense, or symbolic 
acceptance of the rules and norms but are not pursuing such changes in reality (Meyer & 
Rowan, 1977). During a government inspection, an organization engaged in decoupling may 
show inspectors the procedures and protocols that are not part of their normal patient care 
routine. In such cases, the appearance rather than the fact of conformity may be sufficient for 
attainment legitimacy (Oliver, 1991).     
 Finally, organizations can respond by defying institutional stakeholders and not 
conforming to rules and norms at all. This more active form of resistance allows 
organizations to completely separate their technical core from the institutional environment. 
They may view the costs of conformity as outweighing adherence to the accepted practices. 
Organizations that fail to treat health care records with confidentiality in accordance with 
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professional standards, for example, may view the likelihood of getting caught low. And if 
caught, the fines may be perceived as inconsequential.  
 Rationale for Using Institutional Theory.  
 The institutional nature of the hospice industry. Institutional theory is particularly 
useful in designing research that examines the relationships between institutional forces and 
the provision of care for children because the hospice industry is highly institutionalized. For 
example, the Medicare Conditions of Participation (CoP) for hospice organizations are 
composed of 7 sections and 49 subsections of rules and standards (US Government Printing 
Office, 2010). Key institutional constituents, such as the Centers for Medicare & Medicaid 
Services, demand conformity to rules, standards, norms, and beliefs 
 Additionally, hospice associations and coalitions are powerful normative influences 
on member hospice organizations (Ginn & Moseley, 2004; Olden & Clement, 2000; Proenca 
et al., 2003). These professional groups are often deemed the experts on the rules, 
regulations, and policies of the hospice industry (Reinhart, 1983). For example, the National 
Hospice and Palliative Care Organization issued standards of practice for pediatric palliative 
and hospice care in 2009, and the American Academy of Pediatrics endorsed these standards 
(American Academy of Pediatrics, 2010), giving significant cause for hospice organizations 
to adopt them. 
  Hospice organizations also look and act like one another - an outgrowth of the 
institutionalization of the environment. This is partly because hospices have copied the 
structures and processes of other organizations due to mimetic pressures throughout the 
history of the hospice industry (Abel, 1986). For example, hospice organizations typically 
care for very few children and they often use other hospices or hospitals as role models for 
20 
 
delivering that care (Armstrong-Dailey & Zarbock, 2001; Corr & Corr, 1985). On April 23, 
2010 representatives from more than 25 hospice agencies, home health agencies, and 
hospitals attended a full day conference to learn about best practices in perinatal hospice care 
at the University of North Carolina Hospitals (University of North Carolina School of 
Nursing Continuing Education Program, 2010). In this case, organizations adopted 
University of North Carolina Hospitals' care practices with limited or no evidence of their 
performance, but based their adoption on the perceived success of University of North 
Carolina Hospitals in caring for children with their years of experience, dedicated facilities, 
and trained staff.  
 Consistent with institutional theory, hospice organizations respond in a variety of 
ways to the pressures of the institutional environment. A recent study showed that many 
hospice organizations do not fully comply with the CoP requirement of an initial pain 
assessment upon hospice admission (Herr et al., 2010). This suggests that compliance with 
rules, norms, and standards may not be uniform in the hospice industry. In other words, 
hospice organizations may adopt different strategic choices in how they respond to societal 
constituents. 
 Finally, institutional theory suggests that failure to conform to regulations can result 
in the loss of legitimacy and resources. Hospice organizations that do not comply with the 
demands of institutional constituents risk losing Medicare and Medicaid funding, state 
licensure, and prestige. Therefore, the tenets of institutional theory are quite evident in and 
applicable to studying the hospice industry.   
 Usefulness of institutional theory. Institutional theory is a useful theoretical 
framework for understanding and explaining the behavior of organizations. The basic tenets 
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of the theory have been supported in numerous research studies (Scott, 2008). Its key 
concepts can be applied when examining the institutional demands within the environment 
that shape organizational provision of hospice services for children. A number of other 
theories  - including transaction cost, ecology, and contingency theory - were considered for 
this research project. Although these theories provide insight into organizational behavior, 
they do not emphasize the environmental pressures and the construct of isomorphism 
articulated in institutional theory. These constructs are essential to understand in examining 
the relationship between institutional factors and the provision of hospice care for children.  
 There are limitations to using institutional theory as a theoretical framework. It has  
been criticized for its inability to address dynamic issues of nonconformance in the 
organizational environment (Zucker, 1997). The assumption that organizations become more 
alike over time stifles examinations of change and innovation. However, recent studies using 
institutional theory have attempted to challenge the static appearance of the theory (Dacin et 
al., 2002; Kirby et al., 2007; Lounsbury & Crumley, 2007). As examples, Lounsbury and 
Crumley (2007) used institutional theory to explain innovation in the US mutual fund market, 
and Kirby et al. (2007) explored innovation in hospice organizations with it.  
 In addition, studies of organizational performance and strategic decision making 
utilizing institutional theory are emerging from the health care literature (Ashworth et al., 
2007; Choi & Brommels, 2009; Kirby et al., 2007; Yang et al., 2007). Yang et al. (2007) 
recently offered a set of propositions that explicated the relationship between institutional 
pressures, strategic choice, and organizational performance in the health care industry. These 
recent studies sought to create new knowledge about health care organizations within the 
framework of institutional theory.  
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 In summary, the rationale for using institutional theory is based on the institutional 
nature of the hospice industry and usefulness of the theory. Institutional theory provides an 
appropriate framework to examine hospice organizations' decisions on whether or not to 
provide hospice care for children.  
Understanding Resource Dependence Theory 
 Theoretical perspective. As a macro-organizational theory, resource dependence 
theory provides another perspective on organizations and their responses to the environment 
(Davis & Cobb, 2009). Similar to institutional theory, it is both an open- and natural-systems 
model that posits organizations continuously seek resources in a complex and uncertain 
environment to survive and succeed (Pfeffer & Salancik, 1978). Several business theorists 
are associated with the development of resource dependence theory (Hasenfield, 1972; 
Jacobs, 1974; Thompson, 1967). The works of these authors represent some of the earliest 
attempts to examine resource flows into organizations.  
 Resources are defined as a group of tangible and intangible elements an organization 
owns or controls that are externally available and transferable (Amit & Shoemaker, 1993; 
Araya et al., 2007). Resources consist of financial or physical assets (e.g., property, facility, 
equipment), human capital, technology, and other organizational resources (Grant, 1991). 
Capabilities refer to the organization's capacity to deploy resources. They are often 
developed in functional areas such as brand management in marketing. From a resource 
dependence perspective, no organization is self-sufficient and able to satisfy all its resource 
needs internally.  
 Resource interdependencies. Resource dependence theorists have suggested that 
organizations develop interdependent relationships with other entities because they do not 
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have all their needed resources and capabilities (Pfeffer & Salancik, 1978). Pfeffer (1992) 
distinguished three types of interdependencies: asymmetric, symbiotic, and competitive. 
Asymmetric interdependence refers to a power differential between entities. By controlling 
resources, an entity becomes more powerful and often dictates the behavior of the other 
entity. For example, private contributions to hospice organizations may create an 
asymmetrical interdependence. Funds from individual donors, corporate donors, and 
foundations can be substantial, but they come with restrictions on use and allocation 
(Froelich, 1999; Zelman et al., 2003).  
 Entities that need each other to achieve their respective goals exhibit symbiotic 
interdependence. Hospice organizations are dependent on medical supply companies for 
resources such as oxygen, and medical supply companies are dependent on health care 
organizations like hospices to buy their products. If achieving organizational goals is 
detrimental to one of the entities, however, then competitive interdependence exists. For 
example, hospitals are a major source of referrals to freestanding hospices in the community, 
but many hospitals also operate their own community-based hospice in the form of a 
freestanding hospice facility or home hospice service. As a result, competitive 
interdependence for patients may exist between freestanding organizations and hospital-
based organizations. Thus, resource dependence theory emphasizes that the environment is 
characterized by varying levels of dependency between organizations and resource holders.    
 Resource dependence demands. The resource dependence perspective posits that 
organizations are subject to the demands of resource holders. Stakeholders that provide 
resources frequently seek accommodation from resource recipients in exchange for 
resources. Changes in organizational structure and behavior may be required to accommodate 
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the demands of resource providers to secure a stable flow of resources (Oliver, 1991). 
Organizations will typically accommodate constituent demands to avoid disruptions in 
operations (Oliver, 1991). The willingness of organizations to do so is dependent on resource  
munificence and competition (Pfeffer & Salancik, 1978). Munificence refers to the 
availability of external or internal resources (Hsieh et al., 2010). The availability of financial 
resources from donors or grants may allow hospice organizations to generate a financial 
buffer in case of relative resource scarcity. In addition, larger organizations may be able to 
generate resource substitutes because of their size. For example, such hospices may be able 
to substitute temporary human resources when regular, full-time human resources are scarce, 
which smaller hospices may not have the financial resources to do.   
 According to resource dependence theory, the more competitive the environment, the 
greater the demands on the shared pool of resources and survival depends on how resources 
are allocated across competitors (Pfeffer & Salancik, 1978). In highly competitive 
environments, organizations have almost no market power to control external dependencies 
and resource streams. As a result, responsiveness to the needs of key resource holders is 
critical to organizational survival. Therefore, resource dependence theory stresses that 
accommodations made to resource holders are contingent on the munificence of and 
competition for resources.   
 Organizational response to resource dependence demands. Resource dependence 
theorists view organizational actions as rational and deliberate attempts to control the critical 
resources they need (Pfeffer & Salancik, 1978). The response of organizations can vary from 
compliance to avoidance. Organizations that have limited choice of suppliers are forced to 
comply with pricing and delivery schedules because they have no other alternative source for 
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the resource. However, organizations that develop alternative sources, purchase ownership in 
the supplier, establish long-term contracts, or negotiate joint ventures can mitigate the 
demands of resource holders (Daft, 2004).  
 Organizational responses are generally situational and influenced by the type and 
intensity of the resource need, the organization's goals and interests, and the organization's 
power relative to other organizations (Goodstein, 1994; Pfeffer & Salancik, 1978). Responses 
also vary based on their connections to other organizations, proximity to similar 
organizations, and exposure to the responses of other organizations (Galaskiewicz, 1991). 
Consequently, organizations are actively involved in identifying dependencies and deciding 
which ones are critical. Effective organizations recognize and modify the locus of their 
dependences in order to survive (Pfeffer and Salancik, 1978).  
 Rationale for using resource dependence theory. 
 The resource dependent nature of hospice organizations. Resource dependence 
theory is appropriate for exploring the relationships between the resource environment and 
the provision of hospice care for children for several reasons. First, hospice organizations 
cannot meet all their resource needs internally and are dependent on other entities for 
resources. For example, organizations that outsource noncore services are dependent on 
suppliers for home-health care personnel, durable medical equipment and supplies, 
medications, therapy personnel, inpatient care facilities, and transportation services (US 
Government Printing Office, 2010).  
 Second, hospice organizations encounter demands by key resource holders. A 
common practice is to appease stakeholders. This may include shifting hospice programs into 
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areas that have greater donor appeal, such as delivering care to AIDs patients or children, to 
secure financial resources (Froelich, 1999; Orloff, 2001).  
 Third, hospice organizations strategize ways to reduce resource dependence. For 
example, Gentiva Health Services recently acquired Odyssey Healthcare and created the 
nation's largest provider of home health and hospice care (Associated Press, 2010). The 
acquisition increased Gentiva's annual revenue to roughly $1.8 billion and their employee 
headcount to over 15,000 (Associated Press, 2010; Odyssey Healthcare, 2009). Gentiva's 
response allowed the organization to have control over financial and human resource flows 
and to reduce dependence on other entities. This shows how hospice organizations' needs 
directly relate to the tenets of resource dependence theory.   
 Usefulness of resource dependence theory. Resource dependence theory is a useful 
theoretical framework to examine the effects of resource demands on organizations. The 
basic tenets of the theory are supported by empirical research that is discussed in Chapter 3. 
The constructs of resource dependence theory are essential for explaining and predicting 
resource factors that correlate with the provision of hospice care for children.     
 There are limitations to utilizing resource dependence theory. First, critics have 
asserted that resource dependence theory has not been rigorously tested or explored (Hillman 
et al., 2009). Indeed, the theory does lack theoretical development and refinement including 
untested assumptions, unexplored alternative strategies, and gaps in the theory (Casciaro & 
Piskorski, 2005). Second, resource dependence scholars have voiced concern that there is a 
relative lack of interest in using resource dependence theory as a theoretical framework 
(Hillman et al., 2009). However, Davis and Cobb (2009) contended that the emphasis of 
resource dependence theory on external control and power dependence relationships has 
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accounted for a recent upsurge in its use by scholars. Although there are limitations, the 
resource dependence perspective is an appropriate theoretical framework to explore 
organizational response to the resource environment.  
 In summary, the rationale for using resource dependence theory is based on the 
resource dependent nature of hospice organizations and usefulness of the theory. This theory 
provides an appropriate framework to examine the response of hospice care organizations' 
decisions on whether or not to provide hospice care for children.  
Integrating Institutional and Resource Dependency Theories 
 Although both theories are appropriate for examining the relationship between 
environmental and organizational responses, for this study, combining institutional and 
resource dependence theories strengthens and enriches the theoretical framework. Oliver 
(1991) suggested that there was value in linking several theoretical models to explain 
environment-organization relationships. Other scholars have advocated that no one theory 
can adequately explain organizational behavior in an industry as complex and unique as 
health care (Flood & Fennel, 1995; Luke & Watson, 2003; Zucker, 1987). As discussed 
previously, hospice organizations operate in both an institutional and resource dependent 
environment, and the tenets of both apply to the hospice industry. Therefore, it is fitting to 
apply both theories to the study of providing hospice care for children.  
 Usefulness of integrating institutional and resource dependence theories. 
Combining institutional and resource dependence theories offers a stronger theoretical 
framework for understanding and explaining the behavior of organizations than each theory 
does on its own. Two theoretical paradigms provide a more comprehensive view of the 
phenomenon of hospice organizations' provision of care for children. Similar to other 
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organizations, hospices are influenced by cultural, social, and political demands and by their 
dependency on resources (Scott & Davis, 2007). An integrative perspective suggests that 
hospice organizations may exercise choice in the provision of hospice care services for 
children within the constraints posed by institutional forces and resource needs (Oliver, 
1991).   
 Utilizing institutional and resource dependence theories enhances explanatory power 
(Balotsky, 2005). Both theories posit that organizations operate in an environment of 
turbulence and uncertainty with competing environmental pressures. Both approaches 
recognize that organizations exercise strategic choice within the constraints of resource 
capabilities, the market, and interest groups (Oliver, 1991; Zinn et al., 1998). They also view 
organizations as persistent structures under constant reinterpretation and negotiation.  
 The theories complement each other through their differences. Institutional theory 
emphasizes conformance with external expectations, whereas resource dependence theory 
emphasizes the organization's active resource control. They also differ with respect to 
environmental determinism and the sources of environmental pressure (Oliver, 1991). 
Institutional theory stipulates that organizations make decisions to claim legitimacy, whereas 
resource dependency surmises that organizational decision making is motivated by 
controlling resource relationships. Institutional theory is criticized for its lack of focus on 
active agency and external exchange relationships; these concepts are the basic tenets of 
resource dependence theory. Finally, both theories differ in their view of management. In 
institutional theory, managers are passive instruments of the environment, whereas in 
resource dependence theory they are active decision makers. Therefore, these theories offset 
each other's limitations.   
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 An integrative perspective also provides a basis for exploring factors that may 
moderate the relationship between environmental and organizational responses. A moderator 
is defined as a third variable that affects the relationship between two variables so that the 
impact of the predictor on the outcome varies according to the value of the moderator 
(Holmbeck, 1997). Moderator variables interact with the predictor variable in such a way that 
they affect either the direction or magnitude of the relationship between the predictor and 
outcome variables (Baron & Kenny, 1986). In this study, the response of organizations to 
institutional demands may be moderated by resource constraints. Thus, the theoretical 
discussion on the effect of resource factors on the provision of hospice care for children 
needs to incorporate the resource environment as a moderating factor in the relationship 
between institutional factors and provision of care.  
 This coincides with suggestions that resource conditions may act to attenuate or 
intensify organizational behavior (Park et al., 2002; Wiklund & Shepherd, 2003). An 
uncertain flow of resources may direct an organization's attention away from rules and 
regulations imposed by institutional constituents to provide care for children (Luke & 
Watson, 2003). Conversely, hospice organizations that can afford to improve and refine 
resource conditions may be viewed by institutional stakeholders as legitimate and worthy of 
additional support to provide care for children. Therefore, hospice organizations may seek 
self-interest in response to conflicting demands in the institutional and resource environments 
(Oliver, 1991).  
 In summary, the structure of and demands on hospice organizations are well suited 
for study under the tenets of institutional and resource dependence theories. Additionally, the 
combination of the theories enhances the explanatory power of this study.  
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Conceptual Model 
 Drawing on institutional and resource dependence theories, this study conceptualizes 
the provision of hospice care for children as a function of institutional and resource factors 
while controlling for organizational and market factors (Figure 2). The underlying principles 
of the model highlight that institutional and resource factors vary, and these, in turn, affect 
hospice organizations' decisions to provide care for children. Based on institutional theory, 
the model presents coercive, normative, and mimetic demands as institutional influences on 
the provision of hospice care for children. Based on resource dependence theory, the model 
shows that an organization's external resources, ability to resource substitute, and 
competition for resources may impact their provision of hospice care for children. In 
addition, interactions between institutional and resource factors may exist. The framework 
also suggests that other factors may be related to the provision of hospice care for children 
including organizational and market factors. The conceptual model is used in the next chapter 
to formulate testable hypotheses.  
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Figure 2.  Conceptual framework of institutional and resources factors associated with 
provision of hospice care services for children. 
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Summary 
 This chapter provided an overview of institutional and resource dependence theories. 
It examined the theoretical perspectives and rationale behind each theory. In addition, it 
provided justification for integrating the two theories for the development of this study's 
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conceptual model. With this theoretical framework as a guide, the next chapter examines the 
hospice and health services literature. The literature is used to provide support for the 
development of hypotheses explaining how institutional and resource factors influence the 
provision of hospice care services for children.   
  
  
 
Chapter 3: Literature Review and Hypotheses  
Introduction 
 The goals of this chapter are to review the existing literature regarding the provision 
of hospice care for children and to develop hypotheses tested in this dissertation. Factors 
influencing the provision of hospice care for children are classified into four major 
categories: (a) institutional factors, (b) resource factors, (c) organizational factors, and (d) 
market factors. Hypotheses were developed for the institutional and resource factors with 
institutional  and resource dependence theories in mind. However, hypotheses were not 
developed for those variables relating to organizational and market factors. Many of the 
studies investigated multiple factors: therefore, a study may be referred to in more than one 
section. Detailed descriptions of the study's methods are presented the first time the study is 
cited, and subsequent citations focus mainly on the findings. 
  Initially, the literature search focused specifically on examining factors that influence 
the provision of hospice care for children. However, there was very limited research 
available on hospice organizations (IOM, 2003). As a result, the broader health services 
research literature was examined and critically applied to hospice organizations. The 
rationale for using health services literature was that hospices operate in the US health care 
system, and thus, it is reasonable to expect that they respond to institutional, resource, 
organizational, and market influences in a manner similar to other health care organizations. 
A limitation of using this literature is that many of health services studies were conducted in 
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health care sectors unrelated to hospice such as substance abuse treatment centers. This 
makes generalizations to hospice organizations challenging. However, examining the health 
services literature provided critical information on the relationships that may exist between 
the study variables and provision of hospice services for children.    
Influence of Institutional Factors  
 Drawing on institutional theory, this study conceptualized the provision of hospice 
care for children partly as a function of institutional factors. Variables representing 
institutional factors included accreditation as a coercive demand, membership in professional 
groups as a normative demand, and the presence of an organization leader to emulate as a 
mimetic demand.  
 Accreditation. Accredited organizations may be more likely to offer health care 
services. Organizations may feel compelled to comply with accrediting agencies' rules and 
regulations because accrediting agencies have the power to confer legitimacy, prestige, 
control over important resources, or a combination thereof.  
 Several studies have found that accreditation is associated with the provision of health 
care, although findings were mixed. Friedmann et al. (1999) found that accreditation was 
positively related to providing treatment for mental health problems. From the 1995 National 
Drug Abuse Treatment System Survey, they selected a nationally representative sample of 
outpatient drug abuse treatment organizations (N = 597). The provision of the following 
types of health care services were studied: physical exams, routine medical care, tuberculosis 
screening, treatment for acute HIV/AIDS conditions, and treatment for mental health 
problems. The researchers asked outpatient unit directors if their organizations were 
accredited or not by the Joint Commission, formerly known as the Joint Commission on 
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Accreditation of Healthcare Organizations (JCAHO). The results of a multivariate regression 
analysis showed that accredited organizations were more likely to provide mental health care, 
but not other services. These results suggest that accreditation may exert a coercive pressure 
on health care organizations to comply with recommended service provisions or risk loss of 
legitimacy. 
 Drawing from institutional and resource dependence theories, Campbell and 
Alexander (2005) also evaluated the influence of accreditation on the provision of health 
services. Using a sample of outpatient substance abuse treatment organizations from the 1995 
and 2000 National Drug Abuse Treatment System Survey (N= 1,188), the study examined the 
association of accreditation with the provision of six health services for women: 
gynecological exams, prenatal care, contraceptive care, physical exams, HIV testing, and 
mental health care. These services were regarded as sensitive to the needs of women with 
addiction issues. A logistic regression analysis using generalized estimating equations on the 
pooled 1995 and 2000 sample was performed. The findings showed that accreditation was 
positively associated with the provision of two services: contraceptive care and physical 
exams. The authors concluded that accreditation standards may have exerted coercive 
demands on health care organizations to provide health care in accordance with industry 
standards, and they theorized that accreditation standards could be a mechanism for 
improving access to care.  
 Wells et al. (2007) also examined the association of accreditation with the provision 
of health care services in outpatient substance abuse treatment programs. These investigators 
used the 2000 and 2005 National Drug Abuse Treatment System Survey to evaluate the 
relationship of JCAHO and Council for Accreditation of Rehabilitation Facilities (CARF) 
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accreditation to provision of six health services: physical examinations, routine medical care, 
mental health care, individual therapy, group therapy, and employment counseling. They also 
tested the interactions of each type of accreditation with study years to examine the effects of 
time. Based on a multivariate logistic regression, accreditation was positively related to the 
provision of physical examinations and mental health care, but the influence of accreditation 
on the provision of physical examinations decreased over time.  
 Pollack and D'Aunno (2010) investigated the role accreditation played in the 
provision of health care in a longitudinal study of outpatient substance abuse treatment 
facilities. Also using the National Drug Abuse Treatment System Survey, data were collected 
from a nationally representative sample from 1995 (n = 618), 2000 (n = 571), and 2005 (n = 
566). A single item on the questionnaire was used to measure the provision of HIV testing 
and counseling. A dummy variable was created for whether or not a facility was JCAHO 
accredited. The multivariate regression analysis indicated that accreditation was positively 
and significantly associated with the provision of those health care services. The authors 
posited that health care organizations may comply with accreditation standards because they 
do not want to risk losing the prestige or the perception of being a quality provider.  
 Contrary to these findings, Li (2010) found that accreditation had no influence on the 
provision of health care services. This researcher conducted a longitudinal analysis from 
1995 to 2004 using the National Nursing Home Survey. Nursing home directors were asked 
if they provided on-site mental health care to nursing home residents. Accreditation was 
measured by whether or not a nursing home was accredited by JCAHO, the CARF, or 
Continuing Care Accreditation Commission. Based on a multivariate regression analysis that 
accounted for the complex sampling design, Li found that accreditation had no significant 
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relationship with the provision of health care services over time. The author suggested that 
the policies on and initiatives for promoting mental health care were inconsistent over the 
study period, which may have created disincentives for health care organizations to comply 
with accreditation standards and provide services.  
 In summary, the literature mostly supported the idea that accredited health care 
organizations were more likely to provide recommended health care services than those 
without accreditation. It is reasonable to assume that this finding would extend to the 
provision of hospice care for children. However, whether or not a service is provided by a 
hospice organization as a result of accreditation may depend upon whether the service is 
deemed necessary for patients and clients of the organization based on industry standards and 
the consistency of those recommendations, as concluded by Li's (2010) study on nursing 
homes.   
 Membership. Health care organizations that are members of professional groups, 
alliances, and coalitions may be more likely to offer health care services recommended by 
those groups. The professional environment defines what is valued and expected by 
organizational members, and members may feel obliged to comply with normative 
expectation because of social obligation. 
 Olden and Clement (2000) examined whether membership in an alliance was 
associated with the provision of health-promoting services. Data from the 1996 American 
Hospital Association (AHA) Annual Survey of Hospitals were used for this study. Eighteen 
measures of health-promoting services were studied along with whether or not a hospital was 
a member of an alliance. Cross-tabulations were performed to analyze the provision of 
service type by alliance membership. Chi-square and likelihood ratio analyses were 
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computed for each cross-tabulation. The results of the analyses indicated that members of 
alliances were more likely to offer health-promoting services compared to nonmembers.  
 Likewise, Proenca et al. (2003) reported that membership in an alliance was related to 
the provision of different types of health care services. They used institutional and resource 
dependence theories to examine the association of alliance membership with the provision of 
health care. Data for the study came from 3,453 hospitals using the 1995 and 1997 AHA 
Annual Surveys. The surveys asked hospital administrators whether they provided 50 
different services. Additionally, they asked whether or not they belonged to an alliance, 
which was defined as a formal organization that worked on behalf of its individual members. 
This study used a negative binomial regression model to assess the relationship between 
alliance membership and the provision of health care. The statistical analysis showed that 
hospitals' provision of preventive and health-promoting care was positively related to 
membership.  
 Similarly, with a sample of 3,447 hospitals, Ginn and Moseley (2004) found that 
membership in an alliance was associated with the overall provision of health care. The study 
used data from the 2000 AHA Annual Survey and 2000 Area Resource File to examine the 
provision of health care. The multivariate regression results showed that alliance members 
were more likely to provide health care than nonmembers, after controlling for 
environmental and organizational factors. Ginn and Moseley concluded that organizations 
responded to their environments and the demands exerted by alliances. The study provided 
more support that membership may have facilitated the diffusion of professional 
expectations, sharing of information, and increased the visibility of industry norms. 
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Membership in professional groups may have promoted conformity to professional standards 
and guidelines.  
 A study conducted in child advocacy centers, however, found that organizations' 
responses to professional groups' standards are not necessarily uniform. Jackson (2004) 
explored the adoption and implementation of the National Children's Alliance's standards by 
its members. The National Children's Alliance adopted standards of care and practice on the 
investigation, medical treatment, management, and prosecution of child sexual abuse cases in 
2000. Using qualitative methods, Jackson interviewed 117 directors of child advocacy 
centers about the provision of health services they provided for abused children including 
medical examinations and mental health services. Although Jackson found the standards 
were widely adopted by members, there was variation in their implementation. For example, 
all centers provided physical examinations and mental health services, but the numbers and 
education levels of therapists varied between the centers.  
 The literature on the relationship between membership in professional organizations 
and the provision of health care services suggests that hospice organizations that are 
members of professional groups may be more likely to provide hospice care for children. The 
power of the professional environment to confer legitimacy may motivate hospice 
organizations to comply with professional standards and guidelines that recommend 
providing care for children. Therefore, membership in professional groups, alliances, or 
coalition may be an important influence on whether or not hospice organizations provide 
hospice care services for children.   
 Organization leader. Community-based hospice organizations unfamiliar with 
pediatric hospice care may be influenced to offer care to children when they have an 
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organization leader in the form of an organization on whom they can model care practices. 
The hospice care practices of leading children's hospitals are often viewed by the end-of-life 
community as prototypes to copy (Corr & Corr, 1985). Some recognized institutions include 
the Cincinnati Children's Hospital Medical Center (Zwerdling et al., 2000), St. Mary's 
Hospital for Children (Grebin, 2001), Seattle Children's Hospital (Hays et al., 2006), 
Children's Hospital and Clinics of Minnesota (Friedrichsdorf et al., 2007), and the Children's 
Hospital Boston (Wolfe et al., 2008). The behaviors of these successful and established 
hospice programs may provide a reference for other organizations to offer their own services 
for children. 
 Health services researchers have shown that organizations are influenced to copy the 
practices and services of organization leaders. Drawing from institutional theory, Westphal et 
al. (1997) evaluated the influence of early organization leaders on hospital practices. These 
investigators used data from the 1985 to 1993 National Quality Survey and the JCAHO 
national accreditation database to evaluate the differences between early and late adopters of 
total quality management practices (N=2,712). The authors developed a scale to measure 
overall conformity to the 20 quality practices and services. They defined time of adoption as 
early adoption within 2 years of data collection in 1993, or late adoption, more than 2 years 
prior to data collection. The results of a Heckman selection regression model showed that the 
presence of total management quality practices in early adopters influenced late adopters to 
mimic these practices.   
 Krein (1999) conducted an examination of organization leaders' influence on the 
provision of rural health care services in the US (N=13,612) from an institutional perspective. 
The primary data sources were the 1990 to 1995 AHA Annual Surveys of hospitals. The 
41 
 
provision of health care services was defined as whether or not hospitals established rural 
health clinics. Pressure to imitate other hospitals was measured as the percentage of other 
rural hospitals within the state that established rural health care services. Based on a logistic 
regression analysis, the authors found that the provision of rural health care services was 
related to the pressure to imitate other rural hospitals. The authors suggested that 
organizations responded to mimetic influences of organization leaders in their area.   
 The literature supports the notion that the ability to imitate an organization leader's 
pediatric hospice care may be an important influence on whether or not hospice organizations 
provide care for children. An organization leader's early experience with pediatric hospice 
care may be viewed by hospice organizations as a model to follow when faced with the 
uncertainty of caring for children.  
 Critique of the literature. The review of the literature identified two areas of 
concern about institutional factors' influences on the provision of hospice care services for 
children. First, there is a need for studies that specifically examine the provision of care in 
hospice organizations. No study examined the influence of accreditation or professional 
membership on hospice organizations. The studies presented here examined outpatient drug 
abuse centers, outpatient substance abuse treatment facilities, nursing homes, hospitals, and 
child advocacy centers. The nature and delivery of health care in outpatient substance abuse 
centers and child advocacy centers, for example, may be sufficiently different from hospice 
care that generalizing results to hospice organizations should be done with caution.   
 Second, there is a need for studies that investigate the relationship between 
institutional factors and the provision of care using current data. Although 80% of the studies 
were published within the last 10 years, over half used data that were more than 15 years old. 
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Because of the dynamic and changing environment of hospice organizations, what influenced 
health care organizations 15 years ago may not exist or be of consequence now. Despite these 
limitations, this literature provided important evidence of the relationships that may exist 
between institutional factors and provision of hospice care for children.  
 Hypotheses drawn from institutional theory. Using the hospice and health services 
literature, key factors based on institutional theory have been identified that may affect the 
provision of hospice care for children. Institutional theory posits that organizations will 
comply with the demands of key societal constituents to gain legitimacy for survival 
(DiMaggio & Powell, 1983). The research reviewed on health care organizations has 
generally found that accreditation agencies exert coercive pressure on organizations to 
provide particular health care services. There is sufficient reason to expect the same would 
hold true for hospice organizations. The organizational literature also reinforced the 
institutional concept that membership in professional groups typically exerts a normative 
influence on organizations to provide recommended services. It is logical to anticipate the 
same response from hospice organizations. Finally, research on organization leaders found 
that the presence of a successful and established organization leader provided a behavioral 
example for other organizations to copy. Therefore, the following hypotheses are drawn from 
institutional theory and prior literature to explain the relation between institutional factors 
and the provision of hospice care for children:  
Hypothesis 1A(H1A): Accreditation will be positively associated with the provision of 
hospice care for children. 
Hypothesis 1B(H1B): Membership in a professional group will be positively 
associated with the provision of hospice care for children.   
43 
 
Hypothesis 1C (H1C): The presence of an organization leader in pediatric hospice 
care will be positively associated with the provision of hospice care for children. 
Influence of Resource Factors  
 This study also conceptualized the provision of hospice care for children partly as a 
function of resource factors based on resource dependence theory. The variables that 
represented resource factors included other income (i.e., grants and donations) as an 
important external resource, organizational size as the organization's ability to substitute 
resources when needed, and competition as the amount of resource competition.  
 Other Income. Hospice organizations often rely on other income sources to fund 
services. Kozak et al. (2009) described the sources of other income that hospices used to 
provide complementary and alternative medicine (CAM)  hospice services. The sample was 
31 hospices offering CAM services in Washington State during 2005. A structured interview 
was conducted over the phone with a hospice director, administrative nurse, or volunteer 
coordinator from each organization. The researchers found that 58% of the organizations 
used donations, special funds, or grants for the provision of CAM services. The authors 
concluded that income from grants and donations was critical for the provision of costly and 
unfunded hospice services.  
 Similarly, a United Kingdom study found that other income was a major source of 
funding for childhood bereavement services. Using a descriptive study design, Rolls and 
Payne (2003) explored the location, funding sources, and the range and types of services 
offered to children who experience the death of a parent or sibling. The authors surveyed 127 
hospice organizations. The results were that 13% of the organizations relied solely on 
external funding in the form of donations and grants to support the services, and a majority 
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(73%) depended on a combination of external and internal funds. Grants and donations were 
an important external funding source for the provision of hospice services for children.   
 These two studies indicate that other income sources may be an important external 
resource that influences whether or not hospice organizations provide services. Because 
hospice care for children is often expensive and exceeds private and public insurance 
funding, hospice organizations use other income such as grants and donations to supplement 
the financing of their care (Orloff, 2001). Therefore, hospice organizations that lack access to 
donations and grants may not have the financial resources to provide services for children.  
 Organizational size. Organizational size has been shown to be related to the 
provision of health care services. Several health services and hospice studies have found that 
provision of care differs between large- and small-sized organizations (Campbell & 
Alexander, 2005; D'Aunno et al., 1991; Friedmann et al., 1991; Ginn & Moseley, 2004; 
Goodrick & Salancik, 1996; Krein, 1999; Li, 2010; Lorenz et al., 2004; Olden & Clement, 
2000; Pollack & D'Aunno, 2010; Proenca et al., 2003; Wells et al., 2006, 2007; White et al., 
2002). In a study on hospice services provided in acute care hospitals, White et al. (2002) 
investigated the relationship between organizational size and the provision of hospice care. 
Data were collected from 3,939 hospitals using the 1998 AHA Annual Survey. Organizational 
size was operationalized as the number of beds in the hospital. The authors created an index 
of hospice services that included consultation, pain management, and supportive services. 
Smaller hospitals were significantly less likely than larger hospitals to provide hospice 
services, as determined by the multivariate regression analysis.  
 In another hospice study, Lorenz et al. (2004) also showed that organizational size 
was associated with the provision of hospice care. They analyzed the responses of hospice 
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organizations (N = 149) to the 1997 CA OSHPD Annual Home Care and Hospice Survey. 
The outcomes of interest included whether or not a hospice provided other hospice services 
(i.e., chemotherapy, total parenteral nutrition, radiotherapy, transfusions). Organizational size 
was measured by the log of total patient days. A multivariate regression analysis identified 
smaller hospice organizations as less likely than larger hospice organizations to provide other 
hospice services.  
 The size of hospice organizations, according to these findings, may have an influence 
on whether or not they provide services. Smaller organizations may not have the flexibility to 
substitute resources in order to provide care for children. Therefore, the size of a hospice 
organization may affect whether or not hospice organizations provide care for children. 
 Competition. Competition has been studied frequently in relation to the provision of 
health care services, although the findings are inconsistent. Thorpe and Phelps (1991) 
examined the provision of uncompensated care, measured as uncompensated care costs 
incurred by a hospital, in relation to competition. The study used 1983 data from New York 
hospitals, and the Herfindahl index was used to measure competition. The regression results 
showed that hospitals in areas with greater competition were less likely to provide 
uncompensated care when facility ownership was controlled for. The authors determined that 
providing uncompensated care services may not have contributed to the organizations' 
competitive advantage and as a result, organizations were less likely to provide them.  
 Contrary to that finding, more recent research has shown no effect of competition on 
the provision of health care services. Using AHA survey data from 2000, Ginn and Moseley 
(2004) examined the association between competition and provision of health promotion 
services in hospitals (N=3,106). The outcome measure was an index of 14 hospital-based 
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health promotion services. Competition was measured with the Herfindahl index.  A 
regression analysis showed that competition was not related to the provision of those 
services. 
 Lorenz et al. (2004) also examined the relationship between competition and 
provision of other hospice services. They used data from the 1997 CA OSHPD data set and a 
telephone survey of hospice chief administrative officers. They defined provision of care as 
whether or not other hospice services were provided. To determine perceived competition, 
the survey asked the administrators to estimate the number of hospices against which they 
competed in their market. Based on a logistic regression analysis, the investigators 
discovered that competition was unrelated to the provision of other hospice services. These 
results were contrary to their expectation that competition among hospice organizations 
would encourage service provision. 
 Wells et al. (2006) investigated the relationship between competition and the 
provision of prevention and outreach services in substance abuse treatment centers (N = 450). 
They defined provision of services as whether or not a center provided AIDS-related 
education, prevention, or outreach services between 1995 and 2000. Competition was 
measured as the degree of competition perceived by the center director. The results of the 
logistic regression indicated that competition was not associated with the provision of 
services.  
 Drawing from resource dependence theory, Hsieh et al. (2010) explored the 
association between competition and the provision of uncompensated care in Virginia 
hospitals from 1998 to 2004. There were between 70 and 74 hospitals studied for each year 
of the sample with a total of 501 hospital-year observations. Researchers measured 
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uncompensated care as the total uncompensated care charges divided by the hospitals' 
average charges per admission and then divided that figure by the number of hospital beds. 
The Herfindahl index was used to measure competition. Using a bivariate probit model with 
robust standard errors, Hsieh reported that competition did not affect the provision of 
uncompensated care. The authors concluded that competition may not lead to fewer 
resources to subsidize costly, uncompensated care.  
 Even though the findings from these studies are mixed, it is clear that competition 
may influence what health care services are provided by organizations. Thus, hospice 
administrators may reason that providing expensive care to children draws critical financial 
and human resources away from the main focus of their business, hospice care for the 
elderly. In addition, providing hospice services for children may not distinguish hospice 
organizations from their competitors because of the small number of children that utilize 
hospice care, which therefore, has little competitive benefit. Thus, hospice organizations that 
experience more competition may be less likely to provide hospice care for children.  
 Critique of the literature. There are a number of limitations identified in reviewing 
this literature. First, the hospice studies reviewed generally had small sample sizes: 31 
organizations (Kozak et al., 2009), 127 organizations (Rolls & Payne, 2003), and 149 
organizations (Lorenz et al., 2004). A small sample size may reduce confidence in 
generalizing results. Therefore, the findings of those studies should be viewed with caution.   
 Second, the measurement of competition varied across studies. Of the five studies that 
investigated the relationship between competition and the provision of care, three studies 
used the Herfindahl index to measure competition (Thorpe & Phelps, 1991; Ginn & Moseley, 
2004; Hsieh et al., 2010). One study measured competition based on self-reported responses 
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from hospice administrators to estimate market competition (Lorenz et al., 2004) and the 
other study asked directors to self-report the degree of competition they perceived (Wells et 
al., 2006). The studies with self-reporting did not report the scale used to measure 
competition.  
 One study that used the Herfindahl index reported that competition was associated 
with provision of care (Thorpe & Phelps, 1991) and two other studies found no relationship 
between them (Ginn & Moseley, 2004; Hsieh et al., 2010). The studies that used self-
reported measures all found no relationship (Lorenz et al., 2004; Wells et al., 2006). In 
comparison to the mathematical formula used to derive the Herfindahl index, the self-
reported measurements may not adequately cover the complexities of competition. The 
validity of the self-reported measures is questionable, and this may provide some explanation 
for the inconsistent finding in the competition literature. The results of the studies with self-
reported measures should be interpreted cautiously. Despite these limitations, the literature 
provided important evidence of the relationships that may exist between resource factors and 
the provision of health care.   
 Hypotheses drawn from resource dependence theory. Key factors in the provision 
of hospice care for children have been identified based on resource dependence theory and 
the hospice and health services literature. From the resource dependence perspective, hospice 
organizations that experience a scarcity of critical resources and heavy competition may be 
less likely to provide resource-intense care to improve the organization's success and 
viability (Pfeffer & Salancik, 1978). The theory characterizes three elements of the 
environment that influence organizations, including external availability of resources, 
resource substitution, and resource competition. The reviewed studies reinforced that a lack 
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of financial resources from other income sources may inhibit the ability of organizations to 
generate a financial buffer in case of resource scarcity, thus making the provision of costly 
services like children's hospice services unlikely. In addition, researchers found that small 
organizations were less likely to provide other hospice services, perhaps because they were 
not able to substitute resources. Finally, the literature indicated that hospice organizations 
that experience more competition may be less likely to distinguish themselves with service 
offerings to children. Therefore, the following hypotheses are drawn from resource 
dependence theory and the reviewed literature to explain the relationship between resource 
factors and the provision of hospice care for children:  
Hypothesis 2A (H2A): A lack of other income will be negatively associated with the 
provision of hospice care for children. 
Hypothesis 2B (H2B): Small and medium organizational sizes will be negatively 
associated with the provision of hospice care for children.  
Hypothesis 2C (H2C): A greater level of competition will be negatively associated 
with the provision of hospice care for children.   
Resource Factors as Moderators   
 This review of the health services and hospice literature suggests that institutional and 
resource factors influence the provision of care. Despite the relatively extensive body of 
literature, it is surprising that there is a lack of research on how these two distinctive forces 
interact to determine an organization's provision of care. To date most studies have treated 
institutional and resource factors as independent drivers of provision of care. Yet, resource 
and institutional forces may interact because of their competing demands on the organization.  
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 Goodrick and Salancik (1986) found that resource constraints diminished the effect of 
institutional standards on the provision of care. The study used a sample of California 
hospitals from the California Maternal and Child Health data base (N = 319). The 
investigators examined the direct association of institutional standards, resource constraints, 
and other organizational characteristics with the provision of cesarean section services from 
1978 to 1986. They also tested the moderating effect of resource constraints on the 
institutional standards - provision of care relationship. A regression model was used to 
estimate these effects. The researchers found that hospitals with resource constraints were 
less likely to provide services in the presence of increasing institutional influences. These 
results suggest that resource factors may interact with institutional factors in health care 
organizations to influence care provided.  
 Although this is a single study, it does suggest that resource forces may moderate the 
institutional demands - provision of care relationship. As Oliver (1991) pointed out, although 
conformity to institutional pressures may be the most likely response of hospice 
organizations, organizations may respond by compromise, avoidance, defiance, and 
manipulation. Resource constraints may act as conditions in which hospice organizations 
resist conformity to institutional pressures in the provision of hospice care for children. 
Specifically, the relationship between institutional factors and the provision of hospice care 
may be weaker when hospice organizations lack access to resources.  
 Hypotheses drawn from integrating institutional and resource dependence 
theory. The following hypotheses are drawn from institutional and resource dependence 
theory and the reviewed literature to explain the relationship between institutional factors, 
resource factors, and the provision of hospice care for children:  
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Hypothesis 3A (H3A): The relationship between institutional factors (i.e., 
accreditation, membership, and organizational leader) and the provision of hospice 
care for children will be weaker when hospice organizations lack other sources of  
income. 
Hypothesis 3B (H3B): The relationship between institutional factors (i.e., 
accreditation, membership, and organizational leader) and the provision of hospice 
care for children will be weaker when hospice organizations are of small or medium 
size. 
Hypothesis 3C (H3C): The relationship between institutional factors (i.e., 
accreditation, membership, and organizational leader) and the provision of hospice 
care for children will be weaker when hospice organizations face increased 
competition. 
Influence of Organizational Factors 
 This study also examined organizational factors that may be related to the provision 
of hospice care. They included geographic location, agency type, ownership, and 
organizational age.  
 Geographic location. The literature has shown that children, returning to their rural 
communities from urban-based children’s hospitals after medical treatments have been 
discontinued, increasingly need access rural hospice care (Feudtner et al., 2002, 2007; 
Lindley et al., 2009). However, many large, rural geographic areas of the US lack hospice 
care (Campbell et al., 2009; Cox, 1998;  Madigan et al., 2009; Virnig et al., 2006). For 
example, Virnig et al. (2006) demonstrated that most rural areas lacked access to home-based 
hospice care. In a study of eight states, 62% to 92% of rural counties had no hospice 
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providers (Madigan et al., 2009). Providing hospice care in rural areas is a challenge because 
of geography (e.g., driving distance, seasonal driving conditions), practicality (e.g., 
equipment, power, telephone access) and the inability of rural hospices to attract, retain, and 
continue providing education for their staff (Campbell et al., 2009; Casey et al., 2005; 
Heckman, 1998; Lockman-Samkowiak, 1994; McGrath et al., 2007; Waldrop & Kirkendall, 
2010). The literature suggests that availability of hospice care service may not match the 
needs of rural children and their families. Therefore, geographic location may be an 
important determinant of whether or not hospice care is provided for children.   
 Agency type. Because terminally ill children are increasingly dying at home rather 
than in the hospital (Feudtner et al., 2002, 2007), they may have a greater need for 
community-based hospice care provided by home health, freestanding hospice, or long term 
care facilities. Canadian researchers have reported evidence in support of this assertion. In a 
study of 317 children, Widger et al. (2007) found that care was received more often in the 
home (43.9%) as compared to a general hospital unit (27.7%), an intensive care unit (12.3%), 
a hospice facility (7.7%), or other locations (7.8%). Other researchers reported that between 
1999 and 2006, more than 50% of Canadian children received end-of-life care in the hospital, 
but in 2007 the majority of children received care in a hospice facility (Vandeboncoeur et al., 
2009). In another international study, scholars described the types of organizations that 
provided hospice care to 703 children from Australia, Canada, and the United Kingdom 
between 2000 and 2006 (Siden et al., 2008). They discovered that care was provided evenly 
between home (35.1%), hospice facilities (32.1%), and hospitals (31.9%). Researchers in the 
US suggested that freestanding hospice organizations provided care more often to children 
than did hospital-based agencies, home health agencies, or nursing homes; however, infants 
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and school-aged children were more often admitted to nursing homes (Lindley et al., 2009). 
This literature indicates that hospice care is trending toward community-based providers. 
Thus, agency type may be related to provision of hospice care for children.  
 Ownership. Community-based hospice organizations are increasingly for-profit 
organizations (NHPCO, 2009a), and these organizations have been shown to differ in their 
provision of hospice care compared with nonprofit hospices. Researchers have found that 
for-profit hospice organizations are often less likely to provide core hospice services (Carlson 
et al., 2008; Foliart et al., 2001; White et al., 2002) and noncore hospice services (Carlson et 
al., 2004,2008; McCue & Thompson, 2005). However, there was no reported difference in 
their provision of other hospice services (Lorenz et al., 2002). This research suggests that 
mission differences between nonprofit and for-profit hospice organizations may motivate 
whether or not hospice care is provided. Therefore, ownership may play a role in the 
provision of hospice care services offered to children.   
 Organizational age. An organization's age has been associated with its provision of 
care, although not consistently. Several studies found that the number of years an 
organization has been in operation was positively related to the provision of health care 
services (D'Aunno et al., 1991; Dill, 1994; Friedmann et al., 1999). These authors concluded 
that older organizations may be more willing to provide care to special populations such as 
children because they have developed ties and a reputation in the health care community for 
referrals, but less likely to provide new and innovative services because of established 
routines and practices. Contrary to these findings, other investigators found that older 
organizations were less likely to provide health care services (Campbell & Alexander, 2005; 
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Well et al., 2006). This research demonstrates the importance of including organizational age 
as a variable in this study.    
Influence of Market Factors 
 The market factors that may be associated with the provision of care for children are 
per capita income, unemployment, and child mortality. The literature on their relationship 
with the provision of health care services is reviewed in the following section.  
 Per capita income. Several authors reported that increases in county per capita 
income were associated with the provision of health care services in those counties (Krein, 
1999; Wells et  al., 2006). In a study of substance abuse facilities, Wells et al. (2006) found 
that affluent counties were more likely to have available preventive and outreach substance 
abuse services. Likewise, Krein (1999) reported that per capita income by county was a 
significant determinant of whether or not organizations provided rural health care. These 
studies indicate that the ability of families to pay for health care services may motivate 
providers to supply care services.  
 Unemployment. Similar to per capita income, unemployment is a gauge of the ability 
to pay for health care services. When families are uninsured, often a consequence of 
unemployment, they are typically unable to pay medical bills, and the cost of health care is 
absorbed by the provider. As a result, health care providers, such as hospice organizations, 
may respond by reducing services, especially ones that are costly and do not generate 
revenue (Banaszak-Holl et al., 1996; Friedmann et al., 1999; Hsieh et al., 2010; Lee et al., 
2004; Orloff, 2001). In a study of outpatient drug abuse treatment organizations, Friedmann 
and colleagues (1999) found that increases in the percentage of unemployed clients were 
associated with a decrease in the provision of all health services, especially mental health 
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care. The authors theorized that the unemployed clients' inability to pay for expensive health 
care services such as mental health care motivated organizations to curtail their provision of 
care. This suggests that families without employment may not have the economic means to 
generate demand for health care services. With limited demand for services, health care 
organizations may respond by not providing care.  
 Child mortality. A population with more terminally ill children should experience 
increased demand for hospice care services (Corr & Corr, 1985). When patients have a 
demand for health care services, provider organizations often meet the demand by providing 
care. In Wells et al.'s (2007) study of substance abuse treatment centers, the number of HIV-
positive patients was positively associated with the provision of a majority of health care 
services. The authors concluded that when patients have specific health needs, health 
providers are more likely to offer health services to match the demand. From a hospice 
perspective, the number of terminally ill children in a community may create a demand for 
hospice care, and hospice organizations may satisfy that demand by providing services.  
Summary 
 This chapter has reviewed the relevant hospice and health services literature on 
institutional and resource factors related to the provision of hospice care for children. The 
review of the literature combined the major tenets of institutional and resource dependency 
theories and provided support for developing specific hypotheses. The chapter concluded 
with an examination of organizational and market factors that may also be related to the 
provision of care for children. A summary of the study hypotheses are presented in Table 1. 
The next chapter addresses the research methodology used to test the hypotheses developed 
in this chapter.   
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Table 1 
 
Hypotheses and the Expected Influences on the Provision of Hospice Care for Children 
 
Hypotheses (H) Factors      Expected Influence 
Institutional Factors 
     H1A  Accreditation       +   
     H1B  Membership      + 
     H1C  Organization leader     + 
 
Resource Factors 
     H2A  Lack of other income     - 
     H2B  Small and medium organization size   - 
     H2C  Increasing competition    - 
 
Interactions  
     H3A  Lack of other income x institutional factors  - 
     H3B  Small/Medium size x institutional factors  - 
     H3C  Increasing competition x institutional factors - 
 
Note: (+) positive association, (-) negative association 
 
 
 
  
 
Chapter 4: Research Methods 
Introduction 
 This chapter outlines the methods used to describe the characteristics of organizations 
that provide hospice care services for children and the relationships between institutional 
factors, resource factors, and the provision of hospice care for children over time. The study 
design, sampling plan, measures, and data sources will be described. This chapter concludes 
with a discussion of the data analysis plan.  
Research Design 
 Study design characteristics. This research study used a nonexperimental, 
retrospective design to assess the longitudinal nature of the relationships between 
institutional and resource factors and the provision of hospice care for children. The study 
was nonexperimental because the variation in the dependent and independent variables was 
naturally occurring and there was no intervention (Schutt, 2001; Shadish et al., 2002). The 
design was retrospective because the provision of hospice care had occurred at an earlier time 
(Brink & Wood, 1998). Finally, the design was longitudinal because the same hospice 
organizations were examined over a 7-year time period (i.e., 2002-2008) (Burns & Grove, 
2005; Frees, 2004; Ployhart & Vandenberg, 2010). Although experts in longitudinal research 
suggest that a minimum of 3 years is required to effectively examine change over time 
(Menard, 2002; Ployhart & Vandenberg, 2010), others have recommended that a minimum 
of 6 years of data is needed after a baseline measurement to obtain statistically reliable 
results showing change (Zelinski & Burnight, 1997). Therefore, based on these 
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recommendations and the work of longitudinal health services researchers (Li, 2010), this 
study used 7 years of data. The type of longitudinal design was an unbalanced panel meaning 
that each hospice organization was not observed for each studied year (Menard, 2002).  
 Study design and causation. The extent to which causal explanations could be 
rendered with a nonexperimental, longitudinal design was limited. There are three necessary 
conditions for establishing a causal explanation (i.e., a change in one variable leads to a 
change in another variable with all else being equal) (Schutt, 2001). First, there must be an 
association between independent and dependent variables. This condition was met by testing 
whether institutional and resource factors were related to the provision of care. Second, the 
variation in the dependent variable must occur after the variation in the independent. This 
condition was addressed by lagging the institutional and resource factors one year prior to the 
provision of hospice care for children. Third, the relationships between the independent and 
dependent variables may not have an alternative explanation. This condition was addressed 
by using statistical controls (i.e., organizational and market factors) to control for the 
confounding effects on the relationships between independent and dependent variables. 
Additionally, the possibility of alternative explanations was reduced by testing hypotheses 
that were deduced from well-established organizational theories (i.e., institutional and 
resource dependence theories). Although alternative explanations were minimized, it is 
important to note that nonexperimental studies do not have random assigned control and 
treatment groups. Thus, there is still present in this study a chance that there is an alternative 
explanation and that inferences about causation cannot be defended (Brink & Wood, 1998).  
 Study design and time. In line with Polit and Beck's (2004) suggestion on how to 
treat time in a study, this research used time as a means to enhance research control, establish 
59 
 
the temporal ordering of the independent and dependent variables of interest, and assess 
change in the dependent variable over time. First, time variables were included to control for 
the effect of time. Second, the lagged values of the independent and control variables 
contributed to the temporal ordering necessary for causal explanation (Schutt, 2001). Third, 
this study examined whether there were changes in the dependent variable over time 
(Menard, 2002).  
Data Sources 
 This study used six secondary data sets from existing administrative, publicly 
available sources. 
 California Office of Statewide Health Planning and Development. The main data 
source for this study was the California Office of Statewide Health Planning and 
Development (CA OSHPD) State Utilization Data File of Home Health Agencies and 
Hospice Facilities for the years 2002 to 2008. The data files contain information on hospice 
organizations such as service offerings, agency demographics, and financial information. 
Participation in the CA OSHPD survey is mandatory for licensed hospice and home health 
agencies in California, and the survey was administered annually. The quality of the data is 
assessed through an initial automated review process and then a more rigorous review of 
potential errors and inconsistencies by OSHPD staff (CA OSHPD, 2006). These files were 
used to identify the following independent and control variables: accreditation, lack of other 
income, organizational size, competition, geographic location, agency type, ownership, and 
organizational age.   
 Children’s Hospice & Palliative Care Coalition of California. The second data 
source, the 2008 Children’s Hospice and Palliative Care Coalition (CHPCC) membership 
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list, was used to collect data on whether or not hospice organizations were members of the 
CHPCC. Hospice organizations interested in membership complete an online application. 
The membership list is updated several times a year. The coalition's professional and 
volunteer marketing staff maintain the membership list. Member information is checked for 
accuracy prior to online submission by the staff of the Coalition. Organizational names and 
addresses are posted for public use on the Coalition's website.  
 National Association of Children's Hospitals and Related Institutions.  The 2008 
National Association of Children's Hospitals and Related Institutions  (NACHRI) Hospital 
Directory was the third data source. This database contains the names and county locations 
of 218 children's hospitals in the US, Canada, Australia, the United Kingdom, Italy, China, 
Mexico and Puerto Rico. The directory is based on hospital profiles completed and 
maintained by member hospitals. It is available for public use. For this study, only children's 
hospitals in California were accessed to determine whether or not a children's hospital was 
present in the hospice organization's county.  
 California Department of Finance. The fourth data source was the California 
Department of Finance (CA DOF) California Income Data reports from 2002 through 2006. 
The data for 2006 are the most current available for this study. These reports provide per 
capita personal income for California counties. They use estimates of personal income from 
the US Department of Commerce, Bureau of Economic Analysis to derive per capita county 
income levels. They are part of ongoing administrative data collection of nonconfidential 
information for public use.   
 California Employment Development Department. The fifth data source came 
from the California Employment Development Department (CA EDD). The Monthly Labor 
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Forces Data for Counties was used to obtain data on unemployment from 2002 to 2008. This 
database provides annual unemployment rates for California counties. The data are collected 
from persons filing unemployment claims. The Monthly Labor Force Data for Counties are 
part of ongoing administrative data collection of nonconfidential information for public use.  
 California Department of Public Health. The sixth data source was the 2002 
through 2008 Death Statistical Data Files from the California Department of Public Health 
(CA DPH). These files contain death rates by age at the county level. The vital statistics 
section of the Office of Health Information and Research compile the death statistics from 
California death certificates. They also conduct audits of the data prior to public release of 
the statistics. The Death Statistical Data Files are part of ongoing administrative data 
collection of nonconfidential information for public use. Child mortality was obtained from 
this source.  
Sample 
 Sampling plan. The target population for this study was all community-based 
hospice organizations in California. The list of hospice organizations was derived from the 
CA OSHPD's survey data sets of 2002 through 2008. The list of organizations comprised the 
study sampling frame (N=595). The unit of analysis was the hospice organization per year of 
observation (hospice organization/year). Inclusion criteria were (a) active hospice program 
licensure and (b) response to the CA OSHPD survey.  
 There were several exclusion criteria. First, hospice organization/year observations 
were excluded if organizations were labeled as unknown business entities in the CA OSHPD 
survey. This was commonly the result of an entity type change (e.g., from home health only 
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to home health with hospice) in the prior year. In those cases, CA OSHPD did not remove 
the organization from the survey.  
 Second, observations were excluded from the sample if an organization ceased 
business operations or had no patients. Generally, this was the result of an organization going 
out of business.  
 Third, duplicate entries were excluded from the sample. Duplication occurred when 
hospice organizations moved and were assigned a new CA OSHPD identification number in 
the same survey year. It also occurred when organizations had a name or ownership change. 
This was verified by confirming that the same organizational data existed in duplicate record.  
 Finally, observations were excluded from the sample when organizations did not 
report financial data  (i.e., Kaiser Foundation). After applying the inclusion and exclusion 
criteria, the sample included 311 unique hospice organizations or 1,368 hospice organization 
observations over 7 years. Figure 3 depicts the sampling schematic for this study.   
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      Inclusion: Active hospice program licensure and 
       response to CA OSHPD survey 
 
 
 
 
      Exclusion: Unknown business entities (n=128) 
 
 
 
 
 
 
 
 
      Exclusion: Cessation of business operations  
       (n=104) 
 
 
 
 
 
 
 
      Exclusion: Duplicate records (n=36) 
 
 
 
  
 
 
       
      Exclusion: Nonreporting organizations (n=103) 
 
 
 
 
 
 
 
 
 
Figure 3.  Sampling schematic using the CA OSHPD data set. 
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 Estimation of sample size. A power analysis was conducted to determine the 
minimum sample size necessary to detect a difference in the provision of hospice care for 
children due to institutional and resource factors, if they existed. Calculations were based on 
widely accepted conventions for statistical power (0.80), Type II error rate (β=1-.80=0.20), 
significance level (α=0.05) (Houle et al., 2005). Based on the literature's recommendation, a 
conservative effect size of 0.20 was used in calculating the sample size (Campbell & 
Alexander, 2004; McCue & Thompson, 2005, 2006).  
 A sample size calculator was used for multiple regression (Soper, 2009). Based on 36 
regressors (independent variables, control variables, and interaction terms), it was determined 
that a sample size of 160 hospice organizations or 1,120 hospice/year observations was 
required. After inclusion and exclusion criteria were applied, the sample size was 311 
hospice organizations or 1,368 hospice/year observations. Therefore, this study had sufficient 
power to detect variation in provision of hospice care at the 0.05 significance level. 
Measures 
  The measures and sources of the dependent, independent, and control variables are 
summarized in Table 2.    
 
 
Table 2.  
 
Variables, Definitions, and Data Sources 
 
   Variables               Definitions      Data Sources 
Dependent Variable 
 Provision of Care  
 
 
     Core hospice care 
 
 
 
Whether or not hospice care services were 
provided for children  
 
Whether or not nursing care, physician, 
medical social services, or counseling 
services were provided for children  
 
CA OSHPD 
 
 
CA OSHPD 
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     Noncore hospice care 
 
 
  
 
     Other hospice care 
     
  
 
Whether or not home health care, medical 
equipment and supplies, medications, 
therapy, inpatient care, or transportation 
services were provided for children  
 
Whether or not imaging, outpatient care, 
radiation therapy, or chemotherapy 
services were provided for children  
 
CA OSHPD 
 
 
 
 
CA OSHPD 
 
Institutional Factors 
  Coercive Demands-   
    Accreditation 
      
   
   Normative Demands-   
     Membership 
      
   Mimetic Demands-   
     Organization Leader 
 
 
 
Whether or not accredited by ACHC, 
CHAP, Joint Commission, or other 
agencies  
 
Whether or not member of CHPCC  
 
 
Whether or not a children's hospital 
present in the county 
 
 
 
CA OSHPD 
 
 
 
CHPCC 
 
 
NACHRI 
 
Resource Factors 
   External Resources-   
     No other income 
          
  
 
   Resource Substitute-   
     Organizational size 
     
   
  
   Resource Competition- 
     Competition 
 
 
Whether or not had any other income from 
grants, donations, unrelated businesses, or 
other sources  
 
 
Small(1-25 patients/day), medium (26-100 
patients/day), or large (>100 patients/day)  
 
 
 
1-HHI: Squared sum of each hospice's 
annual patient days divided by the total 
patient days in county 
 
 
 
CA OSHPD 
 
 
 
 
CA OSHPD 
 
 
 
 
CA OSHPD 
Organizational Factors 
  Geographic location 
  
  Agency type 
 
 
  Ownership 
 
  Organizational Age   
 
Urban, rural, or mixed service area 
 
Freestanding, hospital-based, HHA-based, 
or LTC-based agency 
 
For-profit, government, or nonprofit 
 
Log of years licensed to operate in CA 
 
CA OSHPD 
 
CA OSHPD 
 
 
CA OSHPD 
 
CA OSHPD 
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Market Factors 
  Per capita income 
   
  Unemployment 
   
  Child mortality 
 
 
 
 
  Time 
 
County per capita income 
 
County unemployment rate 
 
Adjusted percentage of child deaths in the 
county  
 
 
 
Years from 2002 to 2008 
 
CA DOF 
 
CA EDD 
 
CA DPH 
 
 
 
 
CA OSHPD 
 
Note. CA OSHPD (California Office of Statewide Health Planning & Development); CA 
CHPCC (California Children’s Hospice & Palliative Care Coalition); NACHRI (National 
Association of Children's Hospitals and Related Institutions); CA DOF (California 
Department of Finance; CA EDD (California Employment Development Department;  CA 
DPH (California Department of Public Health); ACHC (Accreditation Commission for 
Health Care); CHAP (Community Health Accreditation Program); HHA (Home health 
agency); LTC (Long-term care); HHI (Herfindahl-Hirschman Index). 
 
 
 
 Dependent variables. The primary dependent variable, provision of care, was 
whether a hospice organization provided hospice care for children less than 1 year old to 20 
years old in a 12-month period. This binary variable was created by evaluating the number of 
pediatric patients enrolled in hospice by the hospice organization in the CA OSHPD. The CA 
OSHPD data set had 12 age groups spanning from 0 to over 91 years of age; however, for 
this study, only the child age groups 0-1, 2-5, 6-10, 11-20 years old were included. This 
study coded organizations as "0" if they did not provide service to children, and "1" if they 
provided care to children.  
  For the univariate analysis only, additional provision of care variables were created 
including provision of core hospice care, provision of noncore care, and provision of other 
hospice care. These variables were created to explore the research question on what hospice 
care services are provided for children, and whether those services have changed over time. 
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The variables were derived from detailed financial statements reported by hospice 
organizations in the CA OSHPD data set. The provision of core hospice care services 
variable was defined as services that hospice staff must provide to patients per Medicare and 
Medicaid guidelines. It was operationalized as whether or not a hospice organization 
provided skilled nursing, physician, social, or counseling services (Carlson et al., 2007; 
McCue & Thompson, 2005).  
 Noncore hospice care services included services required per Medicare and Medicaid 
guidelines, but could be outsourced by the hospice organization. This variable was measured 
as whether or not home health care/homemaker, medical equipment/supply, medication, 
inpatient care, transportation, or therapy services were provided (Carlson et al., 2007; McCue 
& Thompson, 2005). Other hospice care services included services unregulated by Medicare 
and Medicaid. It was measured as whether or not hospices provided imaging and laboratory, 
outpatient, radiation therapy, or chemotherapy services (Johnston et al., 2008; Lorenz et al., 
2002).  
 Independent variables. The independent variables were grouped into institutional 
factors and resource factors. All the independent variables were lagged by one year (i.e., the 
value from the previous year) to assess whether or not the variation in the provision of 
hospice care for children occurred after the variation in the independent variables (Schutt, 
2001). Lagging values enhances causal explanation and minimizes the risk of endogeneity 
(Menard, 2002). A 1- year lag was selected because organizations typically use the prior 
year's data to make investment decisions about capital financing, investments, and 
operational decisions such as providing service (Thorpe & Phelps, 1991; Zelman et al., 
2003).  
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 Institutional factors. The first group of independent variables was composed of 
institutional factors drawn from the constructs of institutional organizational theory that were 
considered to be associated with the provision of hospice care for children. Coercive 
demands, as discussed in Chapter 2, are a key construct of institutional theory that explain 
the constraints placed on organizations to comply with standards, regulations, and rules by 
key stakeholders. A commonly used variable reflecting coercive demand is accreditation 
(Campbell & Alexander, 2005; Friedmann et al., 1999; Lindley et al., 2009; Pollack & 
D'Aunno, 2010; Wells et al., 2007). For this study, a binary variable was created based on 
whether or not a hospice was accredited by the Accreditation Commission for Health Care, 
Inc. (ACHC), Community Health Accreditation Program (CHAP), Joint Commission, and/or 
other accrediting agencies. The CA OSHPD provided this measure.  
 Another construct of institutional theory is normative demands that are derived from 
pressures exerted by professional groups to conform to a high caliber of professional 
behavior. Membership in professional groups is often used to capture normative demands 
(Ginn & Moseley, 2004; Jackson, 2004; Lee et al., 2004; Olden & Clement, 2000; Proenca et 
al., 2003). For this study, a binary measure of whether or not a hospice organization was a 
member of the CHPCC was created. The membership in professional groups variable was 
measured by manually reviewing the CHPCC membership list. The names of its member 
organizations were matched with CA OSHPD list of hospice organizations. Organizations 
were coded as "1" if they were members of the CHPCC and "0" if they were not.  
 Finally, mimetic demands characterize the pressure on an organization to imitate the 
behavior of other successful organizations. A commonly used variable of mimetic demands 
is the presence of an organization leader in the community (Barreto & Baden-Fuller, 2006; 
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Haunschild & Miner, 1997; Haveman, 1993). For this study, an organization leader was 
considered to be a children's hospital located in the same county as the hospice from which 
hospice organizations could copy pediatric care practices. The organization leader variable 
was measured manually by using the NACHRI hospital directory. Using hospital addresses 
from the NACHRI directory, the county locations of hospitals were matched with the county 
locations of hospice organizations in the CA OSHPD database. Organizations were coded as 
"1" if there was a children's hospital in the county and "0" if there was not.  
 Resource factors. The second group of independent variables was composed of 
resource factors drawn from the major constructs of resource dependence theory. The 
resource dependence theory construct of external resources availability refers to the ability of 
organizations to access critical resources externally. A number of health care scholars have 
used other income from sources outside of direct patient care as a variable to represent 
external resources (Beatty et al., 2010; Campbell & Alexander, 2005; D'Aunno et al., 1991; 
Kozak et al., 2009; Lewis et al., 2003). The lack of other income sources variable was 
created using the CA OSHPD data set and defined as whether or not the hospice organization 
had any grant, donation, unrelated business, or other income in a 12- month period.  
 The construct of resource substitution is generally captured by organizational size 
(Campbell & Alexander, 2005; Goodrick & Salancik, 1996; Lee et al., 2004; Olden & 
Clements, 2000; Proenca et al., 2003). The organizational size variable was created by 
calculating total patient days. Using a formula derived from the Government Accounting 
Office (2004) and commonly used in hospice industry reporting (NHPCO, 2009a), hospice 
organizations were categorized as small, medium, or large. The guidelines state that small 
hospice organizations have an average daily census less than or equal to 25 patients per day 
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in a year. Medium hospice organizations have an average daily census of 26 to 100 patients 
per day in a year. Large hospice organizations average over 100 patients per day. Large 
organizations were the referent group. Data on organizational size were obtained from the 
CA OSHPD.  
 Competition was measured with the Herfindahl-Hirshman Index (HHI), a commonly 
used economic measure of market competition (Campbell & Alexander, 2004; Carlson et al., 
2009; Hsieh et al., 2010; Kim et al., 2009; Lee et al., 2004; Wells et al., 2006). The index is 
the sum of the squares of the market share of each individual hospice and ranges from 0 
(perfect competition) to 1 (monopoly). To calculate the HHI, the total number of patient days 
for each hospice organization was divided by the total number of hospice patient days in each 
county. Then, the proportions for each county were squared and summed to create an index 
for each county. Decreases in the HHI index generally indicate a loss of pricing power and an 
increase in competition, whereas an increase in the HHI suggests increased pricing power 
and increased concentration of service. The index was reversed for this study (i.e., 1-HHI) to 
reflect the shift from monopoly to competition in the market of the hospice. Data for this 
measure came from the CA OSHPD data set.  
 Control variables. The control variables were grouped into organizational factors 
and market factors. All the control variables were also lagged by one year. 
 Organizational factors. Organizational factors were included because they may be 
associated with the provision of hospice care for children. The geographic location variable 
was categorized by where hospice organizations delivered care: primarily urban, primarily 
rural, or mixed rural and urban locations (Lindley et al., 2009). Dummy variables were 
71 
 
created for each category, and urban was used as the referent group. Data were obtained from 
the CA OSHPD data set.   
 Agency type was measured categorically in terms of whether organizations were 
freestanding, hospital-based, home health -based, or long-term care-based, using data from 
the CA OSHPD (Kirby et al., 2007; Lindley et al., 2009; Smith et al., 2008; Stevenson et al., 
2007). Dummy variables were created for the categories and the referent group was 
freestanding agencies.  
 Dummy variables were also created for ownership, which was operationalized as to 
whether a hospice organization was for-profit, government, or nonprofit (Hanson et al., 2010; 
Olden & Clements, 2000). The referent group was for-profit organizations, and data were 
obtained from the CA OSHPD.  
 Additionally, the total number of years a hospice organization was licensed in 
California was the measure for organizational age (Campbell & Alexander, 2005; D'Aunno 
et al., 1991; Friedmann et al., 1999; Russell et al., 2010; Wells et al., 2006). These data were 
obtained from the CA OSHPD. 
 Market factors. The second group of control variables was comprised of market 
factors likely to be related to the provision of hospice care for children. Per capita income 
was obtained from the CA DOF. The total annual county income was divided by the number 
of people in the county (Hsieh et al., 2010; Krein, 1999; Magnus et al., 2004; Well et al., 
2006). It was then rescaled by a factor of 10,000 because the small coefficient estimate was 
off scale.  
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 The rate of unemployment was the percentage of the work force unemployed in the 
county annually (Alexander & Wells, 2008; Hsieh et al., 2010; Lee et al., 2004; Magnus et 
al., 2004). These data came from the CA EDD.   
 The rate of child mortality was the annual percentage of child deaths in the county 
adjusted for accident- and injury related deaths (Campbell & Alexander, 2005). This 
information came from the CA DPH. Finally, a set of year dummy variables was included to 
control for calendar-year specific effects.  
Data Analysis Plan 
 All analyses were conducted using Stata 11.0 (StataCorp LP).  Statistical significance 
was assessed at p < 0.05.  
  Univariate analysis. Standard descriptive statistics for all study variables were 
calculated to examine the data for anomalies and to ensure that the assumptions of all 
analyses were met. The means, percentiles, minimums, maximums, and standard deviations 
were used to describe sample characteristics. Summary statistics, box plots, and histograms 
were used to evaluate the distribution of variables and assess the data for outliers. 
 Bivariate analysis. To describe the characteristics of organizations and how they 
changed from 2002 to 2008, tables, charts, and multiple time-series plots were generated. 
Trends across years were assessed with an extension of the Wilcoxon rank-sum test 
(StataCorp, 2009). This test evaluated whether responses systematically increased or 
decreased. In addition, correlations between study variables were assessed using Pearson 
product-moment correlation coefficients.  
 Multivariate analysis.  
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 Generalized estimating equations. Generalized estimating equations (GEE) was the 
primary statistical method used in this study. It was used to test the hypotheses generated 
from the research question about the nature of the relationship between institutional and 
resource factors and the provision of hospice care to children and changes in the relationships 
over time. GEE is a quasi-likelihood and marginal-based method of estimation. Marginal 
models, sometimes called population average models, generate estimates that describe 
changes in the population mean given changes in the independent variables (Hardin & Hilbe, 
2003). There are two assumptions in GEE: the distribution of the mean of the outcome or 
variance function is correctly specified, and any data that are missing are missing completely 
at random (Twisk, 2004). These models do not assume that dependent or independent 
variables are normally distributed, nor do they assume that observations are independent.  
 The GEE approach is a widely used statistical method in the analysis of longitudinal 
data (Liang & Zeger, 1986). It is frequently used to evaluate binary and categorical 
dependent variables with longitudinal, nested, or repeated measures data (Zeger & Liang, 
1986). Such models account for non-independent observations often present in longitudinal 
studies. A key assumption of ordinary least squares regression analysis is that observations 
are independent of each other. However, in longitudinal studies subjects are measured over 
time on the outcome of interest and those measurements are not independent. For example, 
an organization's provision of hospice care for children in one year may be related to its 
provision in the next year because the organization has gained the knowledge, skills, and 
abilities to provide care. The correlation of these errors must be accounted for to obtain valid 
inferences. If autocorrelation is positive, then the standard errors are too small. If 
autocorrelation is negative, then standard errors are too large (Woolridge, 2000).  
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 GEE model specifications. Fitting a GEE model requires specification of a variance 
function, link function, and working correlation structure (Ballinger, 2004; Fitzmaurice et al., 
2004; Zeger & Liang, 1986). For this analysis, the binary and discrete distribution of the 
dependent variable suggested a binomial variance function. Although other functions were 
possible including Gaussian, gamma, negative binomial, and Poisson, the binomial was the 
best-suited choice. There are no formal tests for the variance function assumption in GEE; 
however, GEE requires that the variance function is correctly specified for unbiased 
parameter estimates. 
 Additionally, this analysis used a logit link function. A link function specifies the 
regression model. Options for the link function included log, identity, logit, probit, power, 
odds power, negative binomial, and reciprocal. The link function options were narrowed to 
logit or probit because of the binary nature of the dependent variable. Logit and probit link 
functions are the most common. The choice of link function is often motivated by the 
researcher's field, computational simplicity, and availability of software because there is no 
formal test for it (Molefe & Hosmane, 2007). Although the estimates obtained from the logit 
and probit models are almost identical, the reporting of estimates as odds ratios in logit 
regression makes interpretation of results easier than in probit regression, and the logit link 
function was chosen for that reason.  
 Finally, this study used an unstructured working correlation structure to specify the 
relationship between observations of the same organization. There are four primary options 
for a working correlation structure including independent, unstructured, autoregressive, and 
exchange. First, an independent correlation structure assumes there is no correlation between 
observations on the same hospice organizations or that observations are independent. In other 
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words, providing care for children in one year would be independent of whether an 
organization provided care in another year. Second, an unstructured correlation structure 
imposes no preconceived notions about the correlation among responses over time. Third, an 
autoregressive correlation structure assumes a decreasing correlation over time between 
observations. That structure is recommended if measurements are unequally timed. Finally, 
an exchange correlation structure assumes that observations on the same hospice 
organization covaried equally across all time points. This structure is equivalent to a random 
effects model with a random intercept per organization. 
 When using GEE, the working correlation structure is not required to be correctly 
specified for parameter estimates to be consistent. However, a misspecified model is less 
efficient (Kuchibhatla & Fillenbaum, 2003; Lee et al., 2007; Liang & Zeger, 1986; 
Schildcrout & Heagerty, 2005). Although there are several methods for identifying working 
correlation structures (Crespi et al., 2009; Hin & Wang, 2009; Shults et al., 2009), the 
quasilikelihood under the independence model information criterion (QIC) is a widely 
accepted method of comparing and specifying working correlation structures (Cui, 2007; 
Gardiner et al., 2009; Pan, 2001). For this study, the four working correlation structures were 
tested in a GEE model using the QIC method. The QIC scores were generated for each 
working correlation structure (Cui, 2007). The best working correlation structure corresponds 
to the simplest structure that fits the data well or the lowest QIC value (Kuchibhatla & 
Fillenbaum, 2003). Table 3 lists the QIC values for each working correlation option.  
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Table 3.   
Working Correlation Structure QIC Results 
Working Correlation Structure  QIC  
Independent      1769* 
Exchange      1769* 
Unstructured      1769* 
Autoregressive    1782 
Note. QIC = Quasilikelihood under the independence model information criterion. * Lowest 
QIC score 
 
 
 
Although the QIC scores were the same for independent, exchange, and unstructured 
working correlation structures, this study used the unstructured working correlation structure 
because it is the least restrictive and most commonly used working correlations structures.   
 GEE model performance. No standard measures of goodness-of-fit for GEE exists 
and traditional measures of goodness of fit are problematic because GEE is not based on full 
information maximum likelihood and no likelihood exists (Hardin & Hilbe, 2003). Thus, 
likelihood-ratio tests for the model of fit are not available for GEE (Zorn, 2001). Several 
methods of measuring goodness-of-fit statistics for GEE models have been suggested 
including covariate partitioning (Barnhart & Williamson, 1998), ranked estimated 
probabilities (Horton et al., 1999), and residuals (Pan, 2002; Oh et al., 2010).  
 However, in a comparison of goodness-of-fit statistics for GEE models, Evans and Li 
(2005) suggested chi-square was most appropriate for models that contained continuous and 
categorical covariates. Chi-squared is a commonly used measure of goodness of fit in GEE 
(Hardin & Hilbe, 2003; Horton et al., 1999; Kuchibhatla & Fillenbaum, 2003). Therefore, 
this study used the chi-square test to measure the goodness-of-fit of the GEE model. The test 
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was statistically significant (Χ2 = 174.71, p < .001), and the GEE model with semi-robust 
standard errors fit the set of observations well. 
 Although the GEE model performed well, the performance of other statistical models 
were also evaluated for this study including a fixed effects linear probability model (LPM) 
with clustered standard errors. First, the mean prediction from the LPM was compared to the 
mean value of the dependent variable. The predicted and actual probabilities were the same 
at 0.33. Therefore, LPM provided unbiased estimates. Second, predicted values were 
assessed for out-of-range values because the dependent variable was binary with values 
between 0 and 1, and LPM allows values to go outside the range of 0 and 1. Over 25% of the 
observations in the LPM were outside the range of 0 to 1. Therefore, LPM was not as 
efficient as models that estimate parameters within the range of 0 to 1. Third, the signs on 
coefficients were assessed against expectations. Approximately half of the coefficient signs 
had different signs than expected.  As a result, the LPM was not selected as the primary 
statistical estimation method for this study; however, the LPM was included in a sensitivity 
analysis to compare how the responses of individual hospices to the provision of hospice care 
for children differ from the that of a population of hospice organizations in the GEE model.   
 Other performance assessments included evaluating transformed variables. The 
untransformed, quadratic, and logarithmic forms of the organizational age variable were 
assessed with the QIC method (Cui, 2007). Based on this evaluation, the logarithmic form of 
the organizational age had the lowest QIC and was included in the model. These results are 
summarized in Table 4.  
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Table 4.   
Organizational Age Variable QIC Results  
Variable Forms   QIC  
Age      1436.03 
Log Age     1432.80* 
Age and Age
2
     1433.96 
Note. QIC = Quasilikelihood under the independence model information criterion. * Lowest 
QIC score 
 
 
 GEE and missing data. There were challenges in using GEE especially with regard to 
missing data. To provide valid inferences, the missing data have to meet the assumption of 
being missing completely at random. However, in longitudinal studies data are often missing 
by design. For example, organizations may not report financial data because of company 
policy. This may result in estimates that are unpredictable and invalid (Ballinger, 2004; 
Twisk, 2004). Several methods of handling missing data within the GEE framework have 
been proposed including dropping incomplete data, imputation, and weighted estimating 
equations (Kuchibhatla & Fillenbaum, 2003; Twisk, 2004). For this study, missing data were 
managed depending upon the frequency and concentration of missing values across 
observations. Twenty-three observations had missing data for the geographic location of 
service and these values were imputed with the last observation carried backwards from 2008 
because this was the most comprehensive and complete year of data on the geographic 
location variable (McKnight et al., 2007). In addition, 103 observations from 16 
organizations had missing financial data in every year of the study. These observations were 
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dropped from the study. Therefore, this study presented a minimal risk of violating the GEE 
assumption of data missing complete at random.  
 Moderated regression analysis. A moderated regression analysis was used to test the 
moderating hypotheses in this study that predicted that fewer resources would attenuate the 
effect of institutional factors on the provision of hospice care for children over time. 
Following the approach of Baron and Kenny (1986), this study used interaction terms to test 
the moderating effect of resource factors. Using block-wise entry of variables into the 
regression model, the first step was to enter the control variables. The second step was to 
enter the direct effects of institutional and resource factors. The third step was to enter the 
multiplicative terms reflecting the interactions between institutional and resource factors. 
  The Wald test was used to test the statistical significance of the moderator variables 
(Aiken & West, 1991). If a significant interaction existed, interpretation of the moderating 
effect included plotting the regression lines representing the relationship between the 
predictor and the outcome at specific values of the moderator variable (Cohen et al., 2003).  
Limitations  
 There were a number of methodological limitations in this study. The first concern 
was the potential for measurement error. For example, the CA OSHPD did not use 
standardized definitions for the geographic location or agency type variables. In the case of 
geographic location, organizations responded to the survey question whether or not they 
provided care in primarily urban, primarily rural, or mixed rural and urban areas. No 
definition was provided specifying what urban or rural meant (e.g., no population size given).  
 In addition, self-reported data risks response bias that affects measurement quality by 
introducing a lack of precision into the research. Although data gathered through self-report 
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methods are relatively easy to collect and come directly from the participant, respondents 
may be unwilling or unable to respond accurately. For example, hospice organizations might 
have reported no financial information in years when they experienced negative financial 
performance. In this study, the potential for measurement inaccuracies may have biased the 
estimates of the relationship between  institutional and resource factors and provision of care. 
Other risks included incomplete or absent responses to survey questions, lack of objectivity 
of individual survey respondents, variability in interpretation of item wording and responses, 
concerns about the possible impact of survey results, and difficulty of respondents in 
characterizing complex concepts in terms of simple responses. 
 Finally, there were limitations to using GEE (Ballinger, 2004). Errors in the 
specification of the working correlation matrix can lead to a loss of efficiency in the model 
and to different assessments of standard errors. In addition, the form of missing data in the 
analysis, especially if data are missing completely at random, may result in interpretable 
results. Unlike longitudinal fixed effects models, GEE does not control for unobserved time-
invariant covariates.    
 Keeping in mind these potential limitations, the use of GEE provided important 
benefits for this study. First, GEE appropriately addressed the violation of the independence 
assumption present in this longitudinal study. Second, GEE is applicable to models with 
dichotomous outcome variables such as whether or not organizations provide hospice care 
for children (Frees, 2004; Liu et al., 2009). Twisk (2004) suggested that in studies with a 
dichotomous outcome variable, GEE provides more efficient parameter estimates than linear 
probability and random coefficient analysis. Finally, GEE uses all available data for analysis 
by simultaneously estimating the parameters and the covariance structure, and it incorporates 
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robust standard errors (Horton & Lipsitz, 1990; Twisk, 2004). Therefore, GEE provided 
efficient and unbiased estimates of the relationship between institutional factors, resource 
factors, and the provision of hospice care for children, and it improved confidence in the 
results and conclusions. 
 Summary 
 This chapter outlined the specific research methods used in this study. It began with a 
description of the research design, followed by a discussion of the sampling plan. In addition, 
the results of the power analysis were presented. Then the chapter introduced the study 
variables and described how they were measured. The secondary data sources were 
described. Finally, the data analysis plan was presented and the reasoning behind it was 
outlined. 
  
 
Chapter 5: Results 
Introduction 
 This chapter presents the results of the empirical analyses. The following areas are 
included in the current chapter: description of the final study sample, description of study 
variables, results of the regression analyses related to the proposed hypotheses, and results of 
a sensitivity analysis comparing estimation models.   
Study Sample 
 All community-based hospice organizations in the State of California from 2002 
through 2008 were the target population for this study. The original study sample contained a 
total of 1,739 hospice organization-year observations. Of these, 128 observations were 
omitted because they were labeled as unknown business entities in the CA OSHPD survey. 
An additional 104 observations were removed because the hospice organization ceased 
business operations. Observations were also deleted for 36 duplicate organizations. 
Additionally, all observations with missing data on the dependent variable of the provision of 
hospice care for children were removed, leaving 1,368 hospice organization observations 
over 7 years. A slight variation in sample size for the lagged regression analysis was used 
due to different numbers of hospice organizations with complete data for both panels in the 
lag. The lagging of all the independent variables by one year resulted in 1,036 observations.  
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Description of Study Variables 
 Sample statistics. The characteristics of the study sample are presented in Table 5. 
These statistics are at the organization-year level  (N=1,368). Slightly more than 33% of the 
sample provided hospice care during the study time frame. 
 
Table 5 
 
Descriptive Statistics of Study Variables  (N=1,368) 
 
   Variable       Percentage/ Standard  Minimum Maximum 
     Mean   Deviation           
Dependent Variable 
    Provision of care for  33.6%  ---  0.00  1.00 
    children 
Institutional Factors 
    Accreditation   46.5%  ---  0.00  1.00 
    Membership   17.3%  ---  0.00  1.00 
    Organization leader   58.2%  ---  0.00  1.00 
Resource Factors     
    No other income   56.1%  ---  0.00  1.00 
    Organizational size  
           Large    17.6%  ---  0.00  1.00 
           Medium   47.7%  ---  0.00  1.00 
           Small    34.7%  ---  0.00  1.00 
    Competition     0.72  0.28  0.00  0.96 
Organizational Factor 
   Geographic location 
           Urban    60.3%  ---  0.00  1.00 
           Rural      8.9%  ---  0.00  1.00 
           Mixed    30.8%  ---  0.00  1.00 
   Agency type 
           Freestanding   64.4%  ---  0.00  1.00 
           Hospital-based   15.0%  ---  0.00  1.00 
           HHA-based   17.5%  ---  0.00  1.00 
           LTC         3.1%  ---  0.00  1.00 
   Ownership            
           For profit   52.2%  ---  0.00  1.00 
           Government       5.3%  ---  0.00  1.00 
           Nonprofit   42.5%  ---  0.00  1.00 
   Organizational age      9.22  8.12  1.00           42.00  
Market Factors 
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   Per capita income ($000)                36.1            9.6     18.80           86.10 
   Unemployment     6.0%  2.0%  3.00               22.00 
   Child mortality           2.0%  1.0%     0.00           11.00 
 
 
 Less than half of the hospices (47%) were accredited by the ACHC, CHAP, Joint 
Commission, or other accrediting agencies. Additionally, hospice organizations were 
commonly not members of the CHPCC. For organization leaders in pediatric care, 58% of 
hospices had a pediatric hospital that served that function in their community. 
 Table 5 also summarizes the organizations' resource factors. More than half the 
hospice agencies in the study did not have access to other income sources in the form of 
grants, donations, or unrelated business revenue. Most hospices were of medium size with 26 
to 100 patient/days. Competition, as determined by the Herfindahl-Hirshman Index, ranged 
from 0.00 to 0.96, indicating wide variability in the level of competition.  
  With respect to organizational factors, most hospice organizations provided hospice 
services in urban communities. Freestanding hospice agencies were the most common, and 
hospices associated with long-term care were the least common type of facility. Over half of 
the hospices were for profit. On average, hospices were 9 years old with a range from 1 year 
to 42 years.  
 Hospice organizations operated in counties with an average per capita income of 
$36,141, but per capita income ranged widely from $18,829 to $86,062. Unemployment in 
the hospice's county also varied substantially from 3% to 22%. The average annual 
unemployment rate by county was 6%. Although the average child mortality rate in the 
counties was 2%, some counties experienced no mortalities and the rate in other counties was 
as high as 11%.   
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 Sample statistics by year. Descriptive statistics for the study variables are presented 
by year in Table 6. These statistics provide information on hospice organizations included in 
the sample for the years 2002 to 2008. A test statistic (F-value) is also provided to assess 
whether there was a change across years. The average number of hospice organizations 
offering care for children declined from 40% in 2002 to 28% in 2008. This statistically 
significant change over study years is graphically illustrated in Figure 4.  
 Institutional factors were relatively unchanged during the study with the exception of 
accreditation. In 2002, 56% of hospices in the study were accredited; however, by 2008 only 
39% were accredited. This change was statistically significant. On average, most hospices 
were not members of the CHPCC during the study, and a majority of hospices were located 
in a county with a pediatric hospital from 2002 through 2008.  
Resource factors also remained generally constant from 2002 to 2008. Hospices, on average, 
did not have other income sources. The organizational size changed little during the study. 
Competition, however, significantly increased from 0.67 in 2002 to 0.77 in 2008. 
 Several organizational factors fluctuated during the study period. There was a 
dramatic and significant increase in the  number of freestanding agencies (54% in 2002 and 
71% in 2008), and an equally significant decrease in the number of hospital-based agencies 
(23% in 2002 and 10% in 2008), although the number of HHA-based and LTC agencies 
remained constant from 2002 to 2008. For-profit ownership steadily and significantly 
increased each year of the study while nonprofit status steadily declined. From 2002 to 2004 
a majority of hospices were nonprofit; however from 2005 through 2008 more hospices were 
for profit than nonprofit. The most common geographic location of care was urban in all   
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Figure 4. Provision of hospice care for children from 2002 to 2008. 
 
 
years of the study, otherwise there was very little change in where care was provided. 
Finally, the average age of hospices remained constant during the study.  
 In terms of market factors, the mean per capita income increased gradually from 
$32,111 in 2002 to $38,349 in 2007 and fell slightly to $37,772 in 2008. The average county-
wide unemployment rate declined from 7% in 2002 to 5% in 2007, and then rose again to 7% 
in 2008. The mean child mortality at the county level was unchanged at 2% during the study 
period.  
 Correlation matrix. Table 7 displays the correlations (Pearson product-moment 
correlation coefficients [r]) among dependent, independent, and control variables in the 
study. The dependent variable, provision of care for children, was significantly correlated 
with many of the independent and control variables. Professional membership (r = 0.20), 
medium-sized organizations (r = 0.13), large-sized organizations (r = 0.24), nonprofit 
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organizations (r = 0.26), and organizational age (r = 0.26) were positively correlated with 
provision of hospice care for children.  
 Significant negative correlations were present between provision of hospice care for 
children and the variable of the presence of an organization leader (r = -0.21), no other 
income (r = -0.18), small-sized organizations (r = -0.33), competition (r = -0.25), and for- 
profit status (r = -0.25).  
 Additionally, Table 7 shows that many of the independent and control variables are 
correlated with each other. This raises concerns about multicollinearity. Although study 
variables strongly correlated to each other do not violate assumptions of GEE, they do have 
the potential to increase the standard errors of parameter estimates (Woolridge, 2000). 
Correlations higher than 0.90 are said to be multicollinear, and one of the two variables must 
be dropped to determine their independent effects, whereas correlations between 0.70 and 
0.90 raise concerns about multicollinearity and are worth investigating (Tabachnick & Fidell, 
1996). Only two correlations equaled or exceeded 0.70 (r = -0.82 between urban and mixed 
service areas and r = -0.90 nonprofit and government). These correlations were accepted as is 
because no correlations were greater than 0.90 in this study. Therefore, multicollinearity was 
not a serious problem.   
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Description of the Organization of Hospice Care for Children 
 Hospice services. Hospices that provided care for children differed significantly in 
many services they offered compared to hospices that did not provide care for children as 
displayed in Table 8. Social services, medication, therapy services (i.e., physical therapy, 
occupational therapy, and speech therapy), inpatient care, and transportation services along 
with the other hospice services (i.e., imaging/laboratory, outpatient, radiation, and 
chemotherapy services) were more common in hospices that provided care for children than 
those that did not provide care for children.   
 
Table 8  
 
Comparison of Services Between Hospices Providing and Not Providing Care for Children 
 
 Service   All Hospices Providing care   Not providing care 
     (N= 1,368) (n= 459)  (n= 909) 
Core hospice services 
   Nursing care    91.5%  93.3%   90.7% 
   Physician services    70.6%  69.5%   71.1% 
   Social services    84.1%  88.7%   81.9%
* 
   Counseling     81.4%  79.5%   82.2% 
 
Noncore hospice services 
   HHA/homemaker services   83.9%  82.3%   84.6% 
   Equipment/supply services   91.5%  92.6%   91.0% 
   Medication services   89.2%  91.7%   87.9%
* 
   Therapy services    52.4%  60.3%   48.4%
* 
   Inpatient care services   48.0%  59.9%   42.0%
* 
   Transportation services   56.0%  62.1%   52.9%
* 
 
Other hospice services 
   Imaging/laboratory services  54.1%  63.5%   49.8%
*
 
   Outpatient services    18.2%  28.3%   13.1%
* 
   Radiation therapy services     7.5%  14.6%     4.0%
* 
   Chemotherapy services       2.0%    3.7%     1.1%
* 
* indicates a significant difference at the 0.05 level from hospices that provided care for 
children. 
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 Table 9 displays the proportion of organizations that provided any core, noncore, or 
other hospice services, percentage point change in services offered from 2002 to 2008, and 
predicted trends in service offerings. Although the overall percentage of hospice 
organizations that provided care for children declined from 2002 to 2008 as noted in Table 6, 
the organizations that did provide care to children generally offered an increasing array of 
services.  
 The provision of core hospice services generally increased during the study period. 
Core services are those that must be provided by hospice staff  as defined by CMS. The most 
common service provided was nursing care. In most years of the study, over 90% of 
organizations offered nursing services with the exception of 2003 and 2004. The proportion 
of organizations providing nursing care increased from 2002 to 2008 by 1.9%, and there was 
a significant positive trend in providing skilled nursing services. Physician services also 
steadily increased from 65% in 2002 to 82% in 2008. Physician services were one of the 
fastest growing with a 16.7% change, a significant positive trend. On the other hand, the 
proportion of hospice organizations offering social services decreased from 95% in 2002 to 
77% in 2003, and rose to 99% in 2008. The change from 2002 to 2008 was 3.6 %, and this 
was a significant and positive trend in the offering of social services. Finally, there was also a 
significant positive trend in provision of spiritual, bereavement, and dietary counseling with 
75% providing in 2002 and 92% providing in 2008, constituting a 16.6% change.  
 Provision of several noncore services fluctuated during the study. CMS defines 
noncore services as those that may be outsourced by the hospice organization, but must be 
provided (US Government Printing Office, 2010). The proportion of hospices providing  
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home health aide and homemaker, durable equipment and supply, and therapy services 
declined from 2002 to 2008. However, the provision of medication, inpatient care, and 
transportation services provided all increased. Medication services were the most common 
noncore hospice service. Therapy services (i.e., physical, occupational, speech) were the least 
common. There were significant positive trends in the offering of home health aide and 
homemaker services, equipment and supply services, medication services, and therapy 
services between 2002 and 2008.  
 The provision of other hospice services generally increased during the study period as 
well. Other hospice services are those unregulated and nonreimbursable by private and public 
health insurance (US Government Printing Office, 2010). The most common services 
provided were imaging and laboratory services. There was wide variation in the percentage 
of hospices providing imaging and laboratory services for each year of the study. Overall, 
however, there was a 14% change from 2002 to 2008, reflecting a significant positive trend. 
Organizations that provided outpatient services, including emergency room visits, increased 
from 15% in 2002 to 28% in 2008. There was no change in the percentage of hospices 
offering radiation therapy services. The least common other service provided was 
chemotherapy, which ranged from a low of 1.6% in 2007 to a high of 5.6% in 2008. The 
trend from 2002 to 2008, however, was not statistically significant.  
 Geographic location. Table 10 shows the geographic location where hospice care 
was provided for children over the course of the study. Hospices that provided care in urban 
locations were the most common in all the years of the study. In 2002, 57% the organizations 
were urban; however, in 2005 that dipped to 48% and rose again to 61% in 2008. The change 
from 2002 to 2008 was 4%.  
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Table 10  
 
Organizations that Provided Any Care for Children: Geographic Location of Service by Year 
(N=459) 
 
     Year (n)   %Δ from Predicted 
         2002-2008 Trend  
  2002 2003 2004 2005 2006 2007 2008   
  (60)   (74)   (67   (58)  (67)   (62)   (71)      
 
Urban (%) 56.7 58.1 56.7 48.3 53.7 51.6 60.6  3.9  -0.09 
Rural (%)   8.3   8.1    9.0   12.1 11.9   9.7   8.5    0.2    0.32 
Mixed (%) 35.0 33.8 34.3 39.7 34.3 38.7 31.0 -4.0  -0.10 
     *p<0.05, **p<0.01, ***p<0.001 
 
 
 The percentage of rural providers remained relatively constant during the study 
period, and it was the least common geographic location. The proportion of hospices that 
provided care in both urban and rural locations varied during the study from 31% in 2008 to 
39.7% in 2005 and declined by 4% from 2002 to 2008. None of the predicted trends for 
urban, rural, or mixed service areas were statistically significant. Figure 5 displays the trends 
in geographic location of service over the years of the study.   
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Figure 5. Trends in the provision of hospice care for children by geographic location, 2002-
2008. 
 
 
 Agency  types. Descriptive statistics for each agency type that provided any care for 
children are presented in Table 11.  
 
Table 11  
 
Organizations that Provided Any Care for Children: Agency Type by Year  (N=459) 
 
     Year (n)   %Δ from Predicted
         2002-2008 Trend  
  2002 2003 2004 2005 2006 2007 2008   
  (60)   (74)   (67)   (58)  (67)   (62)   (71)      
 
Freestand (%) 43.3 58.1 67.2 70.7 70.1 66.1 63.4  20.1    2.36
* 
Hospital (%) 28.3 16.2 14.9 13.8 14.9 17.7 12.7 -15.6  -1.70 
HHA (%) 26.7 23.0 16.4 15.5 14.9 16.1 22.5  -4.2  -0.98 
LTC (%) 1.7     2.7   1.5   0.0   0.0   0.0   1.4  -0.3  -1.13 
     *p<0.05, **p<0.01, ***p<0.001 
 
 Freestanding hospices were the most common type of agency providing hospice care 
for children. At the beginning of the study, 43% of hospices were freestanding and by 2008 
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that had increased to 63%. The highest percentage of freestanding agencies was in 2005 
(71%). The 20% change from 2002 to 2008 was the largest seen and represented a significant 
positive trend over the study time period.  
 The percentage of hospital-based agencies providing care to children decreased by 
16% from 2002 to 2008. Declines occurred between 2002 and 2003 from 28% to 16%, and 
between 2007 and 2008 from 18% to 13%. There was a insignificant negative trend in 
hospital-based agency type.  
 Similar to hospital-based agencies, the proportion of HHA-based agencies providing 
hospice care for children also decreased during the study. For most years, there was a steady 
decline in the percentage of HHA-based agencies, though there was a slight shift upwards in 
2008. However, the overall percentage point change from 2002 to 2008 was -4%. This 
negative trend was not significant.  
 Finally, LTC agencies were the least common providers of care for children. The 
proportion of hospices that were LTC agencies ranged from 3% to 0% over the years. From 
2002 to 2008, the proportion of LTC agencies dropped 0.3%; however, the trend over the 
study period was not significant. Trends by agency type are illustrated in Figure 6.  
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Figure 6. Trends in the provision of hospice care for children by agency type, 2002-2008. 
 
 
Multivariate Analysis 
 Table 12 presents the results of the GEE model using a logistic link, binomial 
variance, and unstructured working correlation. The hypotheses generated from the research 
question on the relationships between institutional and resource factors and the provision of 
hospice care for children were tested using GEE. To test the moderating effect of the 
resource factors, this study used a blockwise technique. Model 1 included the control 
variables. Model 2 included the control variables and the direct effects of institutional and 
resource factors. Model 3 included controls, direct effects, and  multiplicative terms 
reflecting the interactions between institutional and resource factors. The results in Table 12 
are reported as odds ratios with standard errors and average marginal effects with delta-
method standard errors (i.e., the sample average of the effects of partial or discrete changes in 
the explanatory variables).  
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 Results for Hypotheses 1A through 1 C: Direct effects of institutional factors. 
Hypothesis 1A: Accreditation will be positively associated with the provision of 
hospice care for children. 
Hypothesis 1B: Membership in a professional group will be positively associated with 
the provision of hospice care for children.   
Hypothesis 1C: The presence of an organization leader in pediatric hospice care will 
be positively associated with the provision of hospice care for children. 
 
 The results for Hypotheses 1A through 1C are summarized in Table 12, Model 2. 
Hypothesis 1A postulated that accreditation would be positively related to the provision of 
care for children. The results indicated that accreditation was not significantly associated 
with the provision of hospice care for children. Additionally, the relationship was negative, 
the opposite direction hypothesized. Hypothesis 1A was rejected. 
 Hypothesis 1B argued that membership in a professional coalition would be 
positively associated with provision of care for children. The findings showed that 
membership was statistically related to the provision of hospice care for children, and that it 
was a positive relationship. Members of a professional group were 19% more likely to 
provide hospice care for children than hospices that were not members of the group. 
Hypothesis 1B was not rejected. 
 Hypothesis 1C predicted that the presence of an organization leader in pediatric care 
would be positively related to the provision of care. However, the presence of an 
organization leader in pediatric care was not related to provision of care and the negative 
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direction of the relationship was in a direction opposite to that hypothesized. Hypothesis 1C 
was rejected.    
 These findings suggest that the institutional factors of accreditation and organization 
leader presence had no significant effect on the provision of hospice care for children. 
However, membership did positively influence the provision of hospice care for children.  
 Results for Hypotheses 2A through 2C: Direct effects of resource factors. 
Hypothesis 2A: The lack of other income will be negatively associated with the 
provision of hospice care for children. 
Hypothesis 2B: Small-sized and medium-sized organizations will be negatively 
associated with the provision of hospice care for children.  
Hypothesis 2C: A greater level of competition will be negatively associated with the 
provision of hospice care for children.   
 
 Regression results for Hypotheses 2A through 2C are summarized in Table 12, Model 
2. Hypothesis 2A argued that hospices without sources of other income would be less likely 
to provide hospice care for children. Although the coefficient sign was in the predicted 
direction, the relationship was not statistically significant. Hypothesis 2A was rejected. 
 Hypothesis 2B predicted that organizational size would be negatively associated with 
the provision of hospice care for children. The findings indicated that organizational size was 
indeed related to the provision of care for children and the results were in the hypothesized 
direction. Compared to large hospices, small- and medium-sized hospices were less likely to 
provide care for children (22% and 11% respectively). Hypothesis 2B was not rejected.   
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 Hypothesis 2C postulated that a greater level of competition would be negatively 
related to the provision of care for children. This study found that an increase in competition 
in the prior year was associated with a 23% decrease in the probability of providing hospice 
care for children. Hypothesis 2C was not rejected.  
 These findings suggest that hospices that have other income sources are no more 
likely to provide care for children than are hospices that lack other income sources. Small-
and  medium-sized organizations and increased competition had negative influences on 
whether hospices provided care for children. 
 Results for Hypotheses 3A through 3C: Moderating effects of resource factors. 
Hypothesis 3A: The relationship between institutional factors (i.e., accreditation, 
membership, and organizational leader) and the provision of hospice care for 
children will be weaker when hospice organizations lack other income. 
Hypothesis 3B: The relationship between institutional factors (i.e., accreditation, 
membership, and organizational leader) and the provision of hospice care for 
children will be weaker when hospice organizations are small or medium-sized. 
Hypothesis 3C: The relationship between institutional factors (i.e., accreditation, 
membership, and organizational leader) and the provision of hospice care for 
children will be weaker when hospice organizations face increased competition. 
 
 Hypotheses 3A through 3C examined the moderating role of resource factors on the 
relationship between institutional factors and the provision of hospice care for children. The 
moderating effect was examined by creating interaction terms (i.e., multiplying the resource 
factors by each of the institutional factors) and then including the 12 interactions as a 
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separate set of independent variables in the regression equation. The hypotheses specifically 
stated that when a relationship exists between one of the three institutional factors and the 
provision of hospice care for children, the relationship would be weaker when organizations 
lacked resources. These hypotheses were first evaluated by examining whether the 
interaction terms were statistically significant. 
 The results for Hypotheses 3A through 3C are summarized in Table 12, Model 3. 
Hypothesis 3A stated that the influence of accreditation on providing hospice care for 
children would be attenuated when hospices had no other income, when they were small or 
medium size, and when hospices operated in markets with increasing competition. The 
interaction terms of accreditation and no other income, accreditation and medium size, and 
accreditation and competition were not statistically significant. The interaction between 
accreditation and small size was significant. However, because the sign and significance of 
interactions terms in nonlinear models is not necessarily indicative of an interaction, the 
accreditation-small size relationship was examined graphically as outlined by Aiken and 
West (1991) to determine if there was support for the hypothesis.  
 Figure 7 illustrates the interaction effect of size on the relationship between 
accreditation and the provision of hospice care for children. The graph shows a significant 
interaction effect between accreditation and small size, and suggests three points. First, small 
accredited hospices had a lower probability of providing care for children than small 
unaccredited hospices. Second, the difference in the provision of care for children between 
small and larger hospices was greater when hospices were unaccredited than when they were 
accredited. Finally, when hospices were small, the relationship between accreditation and the 
provision of care for children was negative. Based on this graphical examination, 
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organizational size did attenuate the relationship between accreditation and the provision of 
hospice care for children, so Hypothesis 3B was not rejected.    
 
 
 
 Figure 7. Plot of the interaction between accreditation and small-sized organizations on the  
provision of hospice care for children. 
  
 
 Hypothesis 3B also stated that the pressures from professional membership to provide 
hospice care for children would be attenuated when hospices lacked sources of other income, 
were small-sized, medium-sized, and/or experienced increased competition. The interaction 
terms of membership and no other income, membership and small size, and membership and 
competition were not statistically significant. However, the interaction between membership 
and medium size was significant. This relationship was also examined graphically as 
recommended by Aiken and West (1991). 
 Figure 8 displays the interaction effect of medium-sized organizations on the 
relationship between membership and the provision of hospice care for children. The graph 
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shows a significant interaction effect between membership and medium size. Medium-sized 
member hospices had a higher probability of providing care for children than medium-sized 
nonmember hospices. The difference in the provision of hospice care for children between 
medium and large hospices was greater when hospices were not members of a professional 
group than when they were  members. In addition, when hospices were medium-sized, the 
relationship between membership and the provision of care for children was positive. 
Therefore, the graphical examination shows that instead of attenuating, membership 
promoted provision of hospice care for children, particularly among medium-sized hospices, 
so the hypothesis was rejected. 
 
 
   Figure 8. Plot of the interaction between organizational membership and medium-sized 
hospices on the provision of care for children. 
 
 
 Hypothesis 3C stated that the influence of an organization leader in pediatric care on  
providing hospice care for children would also be attenuated in the presence of no other 
income sources, in small- or medium-sized organizations, and increased competition. The 
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interaction terms of organization leader and no other income, organization leader and small 
size, organization leader and medium size, and organization leader and competition were not 
statistically significant. As a result, no relationships were graphed. Hypothesis 3C was 
rejected.  
 Results for organizational and market control variables. Several of the control 
variables were significantly associated with the provision of hospice care for children. 
Although there were no specific hypotheses related to these variables, the results for the 
control variables are included in Table 12, Model 1. The major findings from the analysis of 
the control variables were that organizational age and nonprofit status were positively related 
to the provision of hospice care for children, whereas agency type (specifically hospital-
based agencies) and the passage of time had negative effects on the provision of hospice care 
for children.  
 A 1% increase in organizational age was associated with a 12 % increase in the 
probability of providing hospice care for children. Compared to for-profit hospices, 
nonprofits were 13 % more likely to provide hospice care for children. However, the 
probability that hospital-based agencies provided hospice care for children (i.e., in the 
community rather than in the acute care setting) was 13% lower than freestanding agencies. 
Compared to 2002, hospices had a reduction in the probability of providing hospice services 
for children in 2003 (10%) , 2004 (14%), 2005 (10%), 2006 (12%), and 2007 (12%). Other 
organizational and market factors in the model (i.e., rural, mixed, HHA-based, LTC, 
government, per capita income, unemployment, and child mortality) were not significantly 
associated with the provision of hospice care for children.  
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Sensitivity Analysis.  
 Though this study explored the effect of institutional and resource factors on the 
provision of hospice care for children among a population of hospice organizations, it is 
important to assess whether the estimates of the multivariate analysis change when 
examining an individual hospice organization's response to providing care for children. Thus, 
a sensitivity analysis was conducted comparing the marginal effects between the GEE 
method using a population approach and an individual approach using a linear probability 
model with fixed effects and clustered standard errors. The results of the comparison are 
summarized in Table 13.  
 
 
Table 13  
 
Comparison of the Generalized Estimating Equations (GEE) and Linear Probability Model's 
(LPM) Parameter Estimates  (N=1,036) 
      
             GEE   LPM 
       Marginal effect Marginal effect 
Organizational factors 
   Rural      -0.11     (dropped) 
   Mixed       0.01   (dropped) 
   Hospital-based     -0.08
 
  (dropped) 
   HHA-based      -0.04   (dropped) 
   LTC          -0.19   (dropped) 
   Government         0.04   (dropped) 
   Nonprofit        0.10
*   
(dropped) 
   Organizational age        0.06   -0.05 
 
Market factors 
   Per capita income                    -0.01     0.01 
   Unemployment      0.01     0.01 
   Child mortality          -0.01     0.01 
 
   Year 2003     
 
-0.10
**
   -0.06
 
   Year 2004      -0.14
***
  -0.11
* 
   Year 2005      -0.11
*
   -0.07 
   Year 2006      -0.12
*
   -0.11 
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   Year 2007      -0.12
**
   -0.08 
     
Institutional factors 
    Accreditation     -0.03   -0.01 
    Membership      0.19
***
    0.24 
    Organization leader     -0.02     0.19 
 
Resource factors 
    No other income     -0.04   -0.08
* 
    Small size      -0.22
***
  -0.10 
    Medium size     -0.11
*
   -0.06 
    Competition     -0.23
*
     0.05 
*p<0.05, **p<0.01, ***p<0.001 
 
 
 For comparative purposes, parallel marginal effects using the GEE method are 
presented in Table 13 alongside the LPM with fixed effects. Although the signs and 
magnitudes of the marginal effects were similar in the two models for most variables, there 
were several notable differences in the results. First, in the GEE model, the probability of 
providing care for children in hospices declined significantly in each year of the study.  
However, in the LPM model individual organizations had a statistically significant decrease 
in the probability of providing care for children only in 2004. Controlling for time-invariant 
observed and unobserved factors in the fixed effects model may have reduced the impact of 
time on the provision of care for children.   
 Second, the results of the GEE approach did not lead to the rejection of as many 
hypotheses as did the LPM approach. With regards to the hypotheses on institutional and 
resource factors' direct effects, Hypotheses 1A and 1C that assumed the accreditation and 
organization leader factors would positively affect the provision of hospice care for children 
were rejected. However, in the GEE model, three direct-effect hypotheses - Hypothesis 1B 
on membership, Hypothesis 2B on small- and medium-sized organizations, and Hypothesis 
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2C on competition- were not rejected. In the LPM model, only one direct-effect hypothesis, 
Hypothesis 2A on the effects of no other income sources was not rejected. A possible 
explanation for this difference is that GEE estimation provides more efficient parameter 
estimates than LPMs (Twisk, 2004) because of how the GEE estimation method treated the 
longitudinal nature of the hospice data. In this study, observations were not independent and 
the two models controlled for clustering differently. The GEE method managed clustering 
during the estimation process through the use of the working correlation; LPM controlled for 
clustering after estimation with a clustered standard errors method. Therefore, the GEE 
estimation may result in a more efficient estimation process that controls for non-independent 
observations.   
 Finally, individual hospices were affected by the same factors and in the same 
direction as the population of hospice organizations, with the exception of lack of other 
income. The parameter estimates significant in the LPM method were also significant in the 
GEE method, and they had the same positive and negative influences on the provision of 
hospice care for children. These estimation results suggest that in California the individual 
hospice organization behaved similarly to the population of hospice organizations.  
Summary  
 The major findings of the study hypotheses are summarized in Table 14. Of the 
proposed hypotheses, four out of nine were empirically supported. Membership in a 
professional group was a positive and significant influence on hospice organizations' 
provision of care for children, whereas accreditation and the presence of an organization 
leader were not significant. Small- and medium-sized organizations, and greater competition 
were negative determinants of the provision of hospice care for children, but lack of other 
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income was not significantly related. Contrary to expectation, only two of the interactions 
were significant - small size and accreditation and medium size and membership. Finally, 
half of the organizational and market control factors were related to the provision of hospice 
care for children. Hospital-based agencies and all the year variables were negatively 
associated with the provision of care for children, and ownership and organizational age were 
positively related to the provision of hospice care for children. The next chapter will discuss 
these findings, discuss implications, offer recommendations for the direction of future 
research, and outline the limitations of the current study. 
 
Table 14  
 
Summary of Study Hypotheses, the Expected Results and the Final Results 
 
Hypotheses  Factors    Expected Influence Actual Influence 
Institutional Factors 
     H1A  Accreditation      +   -NS 
     H1B  Membership     +   +*** 
     H1C  Organization leader    +   -NS
 
 
Resource Factors 
     H2A  No other income    -   -NS
 
     H2B  Organizational size 
    Small     -   -
*** 
    Medium    -   -
* 
     H2C  Increased competition    -   -
* 
 
Interactions 
     H3A  No other income x institutional factors -          mixed resultsNS 
     H3B  Small/medium size x institutional factors -          mixed results 
     H3C  Increased competition x institutional factors -          mixed resultsNS 
Note. + = positive association, - = negative association, NS = not statistically significant, 
*p<0.05, **p<0.01, ***p<0.001
  
 
Chapter 6: Discussion 
Introduction 
 The purpose of this research was to explore the influences of institutional and 
resource factors on the provision of hospice care for children in community-based hospices. 
The types of institutional factors studied were accreditation, membership in a professional 
group, and the presence of an organization leader in pediatric care. The resource factors were 
lack of other income sources, organizational size, and competition in the hospice market. The 
study also explored whether resource factors moderated the hypothesized positive 
relationships between institutional factors and the provision of hospice care. This chapter 
summarizes the results presented in the previous chapter, interprets the findings, suggests 
implications, discusses the study's limitations, and suggests areas for future research.  
Discussion of Descriptive Analyses 
 Provision of hospice care for children. Of the hospices in the study, 34%  provided 
care for children. This finding was in line with other researchers (Leuthner et al., 2004) who 
reported that 40% of hospice and home health agencies provided care for children. The trend 
data revealed that while the overall number of hospices in California increased during the 
study, the number of hospices that provided care for children remained relatively unchanged. 
Additional analyses showed that 61% of hospices that provided care for children always 
provided care, and that only 21% of hospices had a specialized pediatric hospice program. In 
other words, more than half of hospices admitted children regularly, while other hospices 
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may have admitted children selectively. These findings suggest that the availability of 
hospice care for children may be diminishing and that a core group of providers offer hospice 
services for children in California.  
 One possible explanation for the declining provision of hospice care for children may 
relate to hospice admission practices. The current public and private hospice benefit 
reimburses hospices at a fixed per diem rate regardless of patient diagnosis, location of care, 
or hospice length of stay. Under this system, hospices can maximize revenue and profits by 
caring for patients that require fewer skilled services or patients with longer hospice stays 
(Huskamp et al., 2001). In fact, the National Hospice and Palliative Care Organization 
reported an increasing trend in the average length of stay from 59.8 days in 2006 to 69.5 days 
in 2008 (NHPCO, 2009a). However, children often require skilled care from hospice nurses, 
physicians, therapists, and social workers. In addition, children are typically admitted to 
hospice care late in the course of their illness and usually have stays of just days (Davies et 
al., 2008; Fowler et al., 2006; Hendricks-Ferguson, 2008; Knapp et al., 2009; Sheetz & 
Bowman, 2008; Thompson et al., 2009; Zwerdling et al., 2000). Therefore, hospices may not 
be admitting children to hospice care to avoid facing the financial obstacles of providing 
expensive care for children in a fixed per-diem payment system.  
 Organization of hospice care for children. One of the goals of this study was to 
understand how hospice care for children was organized and explore changes in care delivery 
over time. The study specifically examined services provided, geographic location, and the 
type of community-based agencies that provided care for children.  
 Hospice services. The overall range of services offered at hospices that provided care 
for children increased from 2002 to 2008. The proportion of hospices offering nursing care, 
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physician, social services, counseling, medication, inpatient, transportation, 
imaging/laboratory, outpatient, and chemotherapy services increased in hospices that 
provided care for children. However, HHA/homemaker, durable equipment/supplies, and 
therapy services declined, while radiation services remained unchanged from 2002 to 2008.  
 Although physician services increased by 17%, this service was the least common 
core service offered by hospices. Given the increases in disease complexity, diversity of 
diagnoses, and symptom burden seen in children at end of their lives, they likely have an 
increased need for direct physician care (Brandon et al., 2007). Physician members of a 
hospice team help formulate and approve childrens' plans of care by approving all orders and 
evaluating the child's prognosis during hospice enrollment (Connor, 2009b). It is possible 
that childrens' primary care physicians or oncologists may continue providing ongoing 
medical care once enrolled in hospices. However, these physicians may not have the 
education, knowledge, or skills of a trained hospice physician (McCabe et al., 2008). 
Therefore, children in hospice care may not receive effective care planning or direct patient 
care at the end of their lives. 
 The limited provision of inpatient care services for children (i.e., respite care) is 
consistent with suggestions in the literature that reimbursement policies may create a barrier 
to the provision of inpatient care (Huskamp et al., 2001). Respite care is designed to give 
families a break from the intensive care required by terminally ill children (Carter & 
Levetown, 2004). Many benefit plans require the child be transferred to an inpatient facility 
in order for the hospice organization to be reimbursed for respite care. The potential for 
complications and the stress of transferring a child at end of life between home and the 
inpatient setting may impede families from initiating respite care (Davies et al., 2004).  
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Revising Medicare and Medicaid policy to allow for in-home respite care may provide 
families with an important and needed rest from care duties (Davies et al., 2004; Jeon et al., 
2005).   
 Geographic location. Interestingly, this study found that the provision of hospice care 
services for children was relatively widespread geographically. Although hospice care 
provided in urban locations was the most common, almost 40% of organizations provided 
hospice care for children in rural areas (i.e., rural or mixed rural and urban). Further analysis 
revealed that when there was a lack of competition, hospices often expanded their services 
for children into rural or mixed areas. Whereas prior studies have raised concerns about 
access to rural hospice care (Virnig et al., 2006; Madigan et al., 2009), the results from this 
study are consistent with recent research that has found 88% of the US population lives in 
communities within 30 minutes driving time of at least one hospice (Carlson et al., 2010), 
and those who use hospice generally live within 9.8 miles of a hospice (Jenkins et al., 2009). 
The findings from this study suggest that children returning home to die in rural communities 
may have better access to hospice care in their community than previously thought.  
 Agency  type. This study found that freestanding agencies were the most common 
providers of care for children. This was consistent with hospice industry reports and findings 
from other research that found that the majority of hospices in the US are freestanding 
agencies (NHPCO, 2009a; Lindley et al., 2009). It was surprising, however, that hospital-
based care for children declined from 2002 to 2008. Given that many children in the terminal 
phase of their illness receive acute care in the hospital prior to hospice admission (IOM, 
2003), receiving hospice care outside of the hospital system suggests that care coordination 
may be an issue for end-of-life patients. In fact, recent studies have shown that most 
116 
 
freestanding hospices are ill equipped to share patient information with hospitals (Jha et al., 
2009; Resnick & Alwan, 2010).  
 Another interesting finding was that a small percentage of nursing homes with 
licensed hospice programs provided hospice care for children. Because many freestanding 
hospices only offer home hospice care (Connor, 2009b), a family that requires inpatient 
hospice care near their home may need to utilize a nursing home for care. In addition, long-
term residential care facilities are increasingly becoming a setting of care for children with 
severe developmental disabilities, such as cerebral palsy, who are often not expected to live 
into adulthood (IOM, 2003). There is also emerging evidence that nursing home hospice 
patients receive more of some services such as dietary, physician, and medication services 
than do home hospice patients (Stevenson et al., 2007; Han et al., 2008). Therefore, receiving 
hospice care in nursing homes may be an important alternative to the home setting for 
children.     
 Discussion of Hypothesis Testing 
 Direct effects of institutional factors: Accreditation. Accreditation, as measured by 
whether or not a hospice was accredited by ACHC, CHAP, Joint Commission, and/or other 
accrediting agencies, was not significantly associated with provision of hospice care for 
children. In addition, the sign on the estimate was in the opposite direction than 
hypothesized. This finding was consistent with the results from Li's (2010) study on nursing 
homes, which found that accreditation had no influence on the provision of health care 
services. However, it was not consistent with the tenets of institutional theory that posited 
accreditation exerts a coercive influence on provision of care. Nor was it consistent with the 
evidence from studies on substance abuse treatment centers, which found that accreditation 
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was related to provision of care (Campbell & Alexander, 2005; Friedmann et al., 1999; 
Pollack & D'Aunno, 2010; Wells et al., 2007). 
 One possible explanation for the unexpected negative relationship of accreditation 
with the provision of hospice care for children may relate to the highly legalistic US business 
environment. Although accreditation requires hospices to have established and prescribed 
infrastructures, policies, procedures, and requirements for provision of care, treatment, and 
services (Au et al., 2009; Connor, 2007), accrediting agencies can only remove accreditation 
if a hospice does not meet standards. There are no legal or financial sanctions for 
noncompliance such as fines or fees. Furthermore, most hospices already meet the Medicare 
and Medicaid hospice certification guidelines and often question the value of accreditation 
(Connor, 2009b; NHPCO, 2009b). Therefore, the lack of meaningful sanctions related to 
accreditation may not influence hospice administrators to alter their decisions to provide care 
for children. 
 Although this may explain why accreditation did not have a statistically significant 
effect on provision of care, it does not fully explain why the relationship was negative rather 
than positive as hypothesized. One possible explanation could be related to quality 
endorsement. In the hospice industry, the accreditation process is an external evaluation 
completed through surveys and site visits of a hospice's quality of patient care (e.g., symptom 
management, medication management, client satisfaction). When accreditation is granted, it 
is perceived as an endorsement of quality (Connor, 2009b). For hospices that are accredited, 
providing care for children may jeopardize the quality of care they offer to other hospice 
patients. Providing hospice care for children often requires an extensive commitment of staff 
and resources, especially during the admission and final days of hospice enrollment. Staff 
118 
 
members might need to devote time to the children's needs that limits their abilities to attend 
to the needs of other patients (Hendricks-Ferguson, 2008). As a result, families' satisfaction 
with adult care may be reduced when hospices provide care for children. Therefore, 
accredited hospices may not offer care to children for fear of losing their quality endorsement 
from the accrediting agency. 
 Another possible explanation for this unexpected result relates to the accreditation 
measurement used in this study.  The binary measure of accreditation was whether or not a 
hospice was accredited by ACHC, CHAP, Joint Commission, and/or other accrediting 
agencies. Combining the different agencies into a single measure may have masked the effect 
of accreditation on the provision of hospice care for children. Friedmann et al. (1999), 
Campbell and Alexander (2005), and Pollack and D'Aunno (2010) found a significant 
positive effect of the Joint Commission's accreditation on provision of care, whereas 
researchers who used a combined measure reported mixed results (Li, 2010; Wells et al., 
2007).  Li's (2010) accreditation measure was whether or not a nursing home was accredited 
by JCAHO, CARF, or Continuing Care Accreditation Commission, and it was unrelated to 
the provision of care. Wells et al. (2007) defined accreditation as whether a substance abuse 
treatment facility was accredited by JCAHO and CARF, and it was related to the provision of 
care. These findings suggest that different types of accreditation may have different 
relationships with provision of care. Therefore, when multiple accrediting agencies are 
included in a single measure, the influence of hospice accreditation standards on the 
provision of care for children may not be adequately captured. Future exploration into the 
relationship between accreditation and the provision of hospice care for children should take 
into account the different types of  accrediting agencies.    
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 Direct effects of institutional factors: Membership. Hypothesis 1B postulated that 
hospices with membership in a professional group, alliance, or coalition would be more 
likely to provide hospice care for children. The findings for membership were consistent with 
the study hypothesis. Membership was measured as whether or not a hospice organization 
was a member of the Children’s Hospice and Palliative Care Coalition. Membership has been 
consistently demonstrated to be associated with the provision of care (Ginn & Moseley, 
2004; Olden & Clement, 2000; Proenca et al., 2003). 
 One possible reason for this finding may be that the training, networking 
opportunities, and policy updates offered to members of the CHPCC encourage hospices to 
provide care for children. Through membership, organizations develop an understanding of 
what is valued and expected in providing hospice care for children. Therefore, membership 
may remove the uncertainty of providing hospice care for children, and promote conformity 
to professional standards and guidelines of pediatric hospice care.   
 Direct effects of institutional factors: Organization leader. Hypothesis 1C argued 
that the presence of an organization leader in pediatric care would be positively associated 
with the provision of hospice care for children. Organization leader was defined as whether 
or not a hospice had a children's hospital in its community from which to copy pediatric care 
practices. The finding for organization leader was not statistically significant and in the 
opposite direction than hypothesized. This finding was not consistent with the tenets of 
institutional theory that emphasized that an organization leader exerts a mimetic influence on 
provision of care. Nor was it consistent with the evidence from hospital studies, which found 
that an organization leader influenced provision of care (Krein, 1999; Westphal et al., 1997). 
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 One possible explanation for this unexpected finding is that pediatric hospitals may 
act as substitutes for community-based hospice care at the end of children's lives. Terminally 
ill children often receive treatments, such as chemotherapy or dialysis, in an acute care 
setting, and over time families develop relationships with the staff at the hospital (Brandon et 
al., 2007). Although hospice eligibility criteria require families to discontinue acute care, 
receiving inpatient hospice care through the hospital may allow families to stay connected to 
treating staff and provide peace of mind that skilled healthcare professional are available 
around the clock if the child's condition deteriorates.  
 Another explanation may be that hospices lack the opportunity to mimic an 
organization leader. Hospices generally establish relationships with physicians who refer 
children to hospice and with discharge planners who process the referrals. They do not often 
establish direct relationships with hospital nursing units such as the neonatal intensive care 
unit, that have specialty knowledge of caring for seriously ill children. Therefore, proximity 
of a hospice to a pediatric hospital may not provide sufficient opportunity for the hospice to 
observe and copy the practices of a pediatric hospital.      
 Direct effects of resource factors: Lack of other income. The findings indicated 
that a lack of other income sources was not significantly related to the provision of hospice 
care for children. Its effects were negative as hypothesized, but not significant. One reason 
for this insignificant effect could be that funds from individual donors, corporate donors, and 
foundations may have been restricted from use for hospice care for children (Zelman et al., 
2003). Individual gifts of cash, appreciated securities, real estate, life insurance, and 
annuities, for example, may be restricted to specific components of hospice care (e.g., 
volunteers, grief support, spiritual care, facilities). Additionally, donors are increasingly 
121 
 
concerned about whether their donations are used as intended (Costa, 2005). As a result, 
hospices may not have the flexibility to shift contributions to the provision of care for 
children and income from grants and donations may not be available to provide care for 
children.  
 Another reason for the lack of other income result may be that hospices that provide 
care to children generate profits to cover the cost of care for children and do not need other 
income sources. Further analysis, comparing the mean net income of hospices that provided 
care for children and hospices that did not provide care for children using a two sample t-test, 
revealed that hospices that provided care for children had significantly higher profits (i.e., net 
income) than hospices that did not provide care for children. Therefore, hospices may 
increase revenues in profitable sectors of the business to offset the cost of care for children 
rather than allocate funds from grants, donations, and unrelated businesses to the care of 
children.  
 Direct effects of resource factors: Organizational size. Consistent with hypothesis 
2B, small and medium sized hospices were less likely to provide care for children than large 
hospices. This finding is consistent with the tenets of resource dependence theory that 
emphasize that smaller organizations may have less resources (Pfeffer & Salancik, 1978), 
and the hospice literature that reported small hospices were less likely to provide services 
than larger hospices (Lorenz et al., 2004; White et al., 2002).  
 A possible explanation for the negative relationship in the current study is that small-  
and medium-sized hospices may not have all the internal resources and capabilities necessary 
to provide care for children. These organizations may not have financial or physical assets 
(e.g., property, facility, equipment), human capital, technology, or other organizational 
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resources to offer pediatric medication, pediatric equipment, pediatric supplies, and trained-
nursing care for children (Himelstein, 2006; Orloff, 2001). Further analyses to compare the 
average medication, equipment, and medical supply expenses of small, medium, and large 
hospices found that small- and medium-sized hospices had fewer financial resources than 
large hospices. Therefore, small- and medium-sized hospices may be pressured not to 
provide care for children because of the type and intensity of resources required to provide 
pediatric hospice care.  
 Direct effects of resource factors: Competition. Hypothesis 2C, which purported 
that competition would be negatively associated with the provision of hospice care for 
children, was not rejected. This finding is consistent with the tenets of resource dependence 
theory that competition for resources affects organizational behavior and also with the 
findings of Thorpe and Phelps (1991) who reported that hospitals in competitive areas were 
less likely to provide care services.  
 A possible explanation for the negative influence of competition on the provision of 
care for children may be that providing expensive hospice care to children draws critical 
financial and human resources from the main focus of the hospices' business. Hospice care 
for the elderly represents an important revenue stream for hospices because of Medicare 
funding and the potential for extended lengths of stay in hospice (Connor, 2009b). Hospices 
generally compete among themselves for these  admissions. In highly competitive markets, 
hospices may allocate financial and human resources to marketing and providing additional 
services (i.e., meals on wheels) aimed at attracting elderly patients (Connor, 2009b). Services 
that do not contribute to the main focus of the business, such as providing hospice care for 
children, may be perceived by hospice administrators as a drain on resources that creates a 
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competitive disadvantage. Therefore, providing hospice care for children may not match the 
survival goals and interests of hospices in a competitive market. 
 Alternatively, providing hospice services for children may not distinguish the hospice 
from competitors. A strategy often used by organizations that have a unique strength 
compared to others in their market is to develop a niche market that focuses on providing 
goods and services to a pocket of demand in an industry (Hill & Jones, 2008). However, 
providing care for children may not be an effective niche strategy because of the low volume 
of children needing hospice care and its high cost. For example, it is common for hospices to 
enroll only 1 to 3 children a year (Lindley et al., 2009) compared to the average annual 
enrollment of 150 or more adult patients (NHPCO, 2009a). In addition, the volume of 
children is not stable over time. An additional analysis was conducted that included an 
assessment of between and within variation of provision of care: over 30% of organizations 
did not provide care for children every year. Finally, caring for children can cost hospices 
1.08 to 25.4 times as much as the daily per diem reimbursement rate hospices receive for 
those services (Lindley et al., 2009). Therefore, children are not an attractive and sustainable 
niche market for hospices. In fact, they may reduce hospices' abilities to compete.
 Moderating effects of resource factors: Lack of other income. In addition to 
exploring the direct effects of resource factors on the provision of hospice care for children, 
this study investigated the moderating effects of resource factors on the relationship between 
institutional forces and the provision of hospice care for children. Hypotheses 3A, 3B, and 
3C  claimed that resource constraints may act as conditions under which hospices resist 
conformity to institutional pressures in the provision of hospice care for children. 
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  Contrary to Hypothesis 3A, there was no significant moderating effect of lack of 
other income sources. One possible reason that a lack of other income sources did not 
perform as expected is related to the operationalization of the lack of other income measure. 
The variable was defined to encompass grants, donations, or income from unrelated 
businesses, which may have combined too many different sources of other income to 
effectively capture the munificence construct. Grants and donation income are often sources 
of additional income for hospices. However, income from unrelated businesses such as 
operating a thrift shop or restaurant may result in a financial loss for hospices. Information on 
the availability of other income may be lost when the types of other income are aggregated 
into a single variable. Therefore, future research should explore continuous, disaggregated 
measures to see whether they more accurately capture the lack of other income's moderating 
effects.     
   Moderating effects of resource factors: Organizational size. The results of 
Hypothesis 3B, which proposed that organizational size would attenuate the relationship 
between institutional factors and the provision of hospice care for children were mixed. The 
coefficients of the interaction terms of medium size and accreditation, medium size and 
organization leader, small size and membership, and small size and organization leader were 
not statistically significant. However, the interactions between small size and accreditation 
and medium size and membership were statistically significant. Small accredited hospices 
had a lower probability of providing care for children than unaccredited small hospices, and 
when hospices were small, the relationship between accreditation and provision of care for 
children was negative. This relationship was consistent with findings in the health services 
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literature that small hospitals experiencing resource constraints were less likely to provide 
services in the presence of institutional standards (Goodrick & Salancik, 1986).  
 A possible explanation for this finding may relate to the resource challenges of small 
hospices. Smaller hospices generally have less access than large hospices to financial and 
human resources, such as pediatric-trained nursing staff. Although the direct effects of small 
size and accreditation on provision of care for children were negative, the resource 
constraints present in small hospices may act as conditions in which these hospices resist 
conformity to the coercive pressures of accreditation in the provision of hospice care for 
children. The moderating analysis provided additional insight into the interplay between 
organizational size and accreditation that may be influencing decisions about providing 
hospice care for children.  
 Contrary to expectation, medium size strengthened the relationship between 
membership and provision of hospice care. In other words, compared to large hospices, 
medium-sized hospices that were members of a pediatric coalition were more likely to 
provide care for children. The reason for this is not clear. It may be that instead of 
organizational size acting as a moderator, membership may have influenced the 
organizational size - provision of care relationship. Membership in a pediatric end-of-life 
coalition may provide members with an opportunity to network and obtain knowledge about 
pediatric end of life that is needed by medium-sized hospices to provide care for children. 
Medium-sized hospices might be able to respond faster and with more flexibility to the 
information from professional groups than small or large hospices (Connor, 2009b; Daft, 
2004). Therefore, membership may not act as a normative pressure on hospices to provide 
care for children but rather as a social network that provides critical support and guidance on 
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issues of caring for children at end of life. The design of future research may need to explore 
and clarify the role of membership among hospices.  
 Moderating effects of resource factors: Competition. Hypothesis 3C, which 
examined the moderating effects of competition on the relationship between institutional 
factors and the provision of care, was also rejected. The findings suggested that competition 
did not attenuate the effects of institutional factors on the provision of care for children. A 
possible explanation for this finding may be related to the study time lag. Lagging was used 
to enhance causal explanation and minimize the risk of endogeneity (Menard, 2002). A 1-
year lag was selected because organizations typically use the prior year's data to make 
investment decisions about special operational decisions such as providing services (Thorpe 
& Phelps, 1991; Zelman et al., 2003). However, in the increasingly competitive market of 
community-based hospice care, hospices may be responding to competitive pressures in a 
time frame shorter than a year. The response time may have been more adequately measured 
as a fiscal quarter or 6 months. Therefore, the time lag on this variable may not have captured 
the impact of competition on the institutional factors- provision of care relationship. As 
researchers continue to explore this topic, in-depth investigation of the appropriate time lag is 
warranted. Future qualitative research with hospice administrators may be needed to better 
understand their responses to competition in order to establish the appropriate time lag.    
Discussion of Control Variables 
 A number of control variables were significantly associated with the provision of 
hospice care for children. Compared to freestanding agencies, hospital-based community 
agencies were less likely to provide hospice care for children. One possible explanation may 
relate to hospital's core competencies. Hospitals are increasingly focusing their business 
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activities on core competencies such as providing acute care and activities in support of those 
core competencies such as inpatient hospice care (Dressler et al., 2006). Hospital 
administrators may view providing care for children as a specialty service that does not 
directly relate to those core services. Additionally, in an era of cost-conscious hospital 
decision making, the expense of providing hospice care for children may be out of line with 
hospitals' cost goals (Knapp et al., 2009b). Future research should explore hospital strategies 
as they relate to providing community-based hospice care for children.  
 This study also found that provision of hospice care for children decreased over the 
period of the study. A possible explanation may relate to the economy during this time frame. 
From 2002 to 2008, the California economy experienced cycles of decline and growth (CA 
DOF, 2011). California spent much of 2002 and 2003 recovering from the 2000-2001 
recession. Although the economy experienced growth during 2005 and 2006, there is 
evidence that the Great Recession of 2008-2009 started earlier in California than in other 
states (Bardham & Walker, 2010). Using several key economic indicators, economists 
reported that California declines in residential construction began in 2006 after their peak in 
2005, and housing prices dropped in 2007 after their peak in 2006. In addition, California lost 
over 1 million jobs from the peak of employment in July 2007 through the end of 2009. 
Therefore, California hospices may have reacted to the changing economy by modifying the 
provision of service for children earlier than the Great Recession of 2008-2009.  
 Finally, the results of this study showed that nonprofit status and organizational age 
were positively related to provision of care for children. This suggests that differences in the 
mission of nonprofit and for-profit hospices may motivate whether or not hospice care is 
provided for children. It may be that nonprofit hospices are generally more responsive to the 
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unique needs of a local community such as providing care for children, whereas for-profits 
tend to focus on income-producing services (Connor, 2009b). Likewise, older hospices may 
be more willing to provide care to special populations such as children because they have 
developed ties and a reputation in the health care community. Hospital discharge planners 
needing assistance with the disposition of a child may be more likely to refer to hospices they 
have worked with successfully over the years.   
Implications of Findings 
 The findings of this study have several important implications. The discussion of the 
implications is divided into three parts including theoretical implications, implications for 
policy makers, and practice implications.   
 Theoretical implications. A secondary goal of the study was to gain knowledge 
about whether current organizational theories were sufficient to understand and explain the 
organizational behavior of hospices. Specifically, this research tested a conceptual model that 
combined constructs from institutional theory and resource dependence theory. The basic 
premise of institutional theory is that organizations operate in an institutional environment 
composed of a set of regulatory (e.g., rules, laws, sanctions), normative (e.g., professional 
standards and certification), and cultural-cognitive elements (e.g., common beliefs and 
values) (Scott, 2001; Scott & Meyer, 1983). A key concept of the institutional perspective is 
that organizations encounter three types of demands to which they must conform to gain 
legitimacy and survival: coercive, normative, and mimetic pressures (DiMaggio & Powell, 
1983). The current study also used resource dependence theory that posits when 
organizations do not have all the internal resources and capabilities necessary for survival, 
they must develop interdependent relationships with other entities (Pfeffer & Salancik, 
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1978). The fundamental assumptions of resource dependence theory are that organizations 
make accommodations to resource holders contingent on the availability of external and 
internal resources and competition for resources. Finally, institutional and resource 
dependence theories were combined to strengthen and enrich the theoretical framework for 
explaining the environment-organization relationships (Oliver,1991). The intent of using two 
theoretical paradigms was to provide a more comprehensive view of hospice organizations' 
provision of hospice care for children. 
 The results of the study indicated that several of the predictor variables were 
significantly related to provision of care. However, few of the proposed relationships, as 
predicted by institutional theory and the integrated theoretical framework were not supported. 
Although possible explanations for these inconsistent results were discussed earlier in this 
chapter, there may be other explanations that have important theoretical implications for 
further development and testing of institutional and resource dependence theories.   
 A possible explanation for the lack of support for the hypotheses may relate to the 
measurement of key constructs. The dichotomization of variables in this study may have 
resulted in the less than adequate  measurement of institutional theory constructs. This study 
used 10 binary variables, including all the institutional pressure variables, and 5 continuous 
variables. Organizational theorists have suggested that the use of simple dichotomies limits 
than precision of predictions because the organizational environment is often more complex 
than an "either or " response (Peters, 2000). For example, the construct of mimetic pressures 
was captured with the organization leader variable that measured whether or not a children's 
hospital was present to imitate in the hospice's county. However, imitation may not be that 
simple. Pediatric hospitals provide a range of end-of-life services, such as inpatient palliative 
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consultations and acute pain clinics, along with hospice care (Friedrichsdorf et al., 2007). In 
addition, there is confusion about the terminology associated with end of life care for 
children in the hospital. In some cases, end-of-life care is referred to as hospice care, 
palliative care, or supportive care (Fadul et al., 2009). Clearly, imitation is a complex and 
amorphous phenomenon. Ensuring that the constructs are measured adequately is important 
to drawing correct inferences. In addition, a mismatch between study operations and the 
constructs used to describe those operations poses a potential threat to construct validity in 
the study (Shadish et al., 2002). Therefore, future research should continue testing measures 
of key constructs in institutional theory.  
 Another theoretical implication of this study concerns the combining of theories. It 
may be that the theories did not complement each other as anticipated in this research. For 
example, institutional theory emphasizes conformance with external expectations and 
resource dependence theory emphasizes the organization's active resource control. In 
addition, institutional theory stipulates that organizations make decisions to claim legitimacy, 
whereas resource dependency surmises that organizational decision making is motivated by 
controlling resource relationships. Finally, in institutional theory, managers are passive 
instruments of the environment and in resource dependence theory, they are active decision 
makers. As a result, combining these theories did not offset each others' limitations.   
 The final theoretical implication relates to the application of the theoretical 
framework developed in this study to other types of health care organizations. The effects of 
institutional and resource factors on the provision of pediatric hospice care in a community-
based hospice setting may differ in other end-of-life care settings (e.g. acute care). For 
example, families and clinicians experience different pressures in the acute care setting to 
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conform to the regulations, norms, and values of traditional medicine in order to cure the 
child's disease. These pressures may stem from the families acceptance of the child's limited 
life expectancy and their continuing hope for a medical cure, along with clinicians' focus on 
curing the underlying medical condition. These alternative forces may influence whether 
hospice care is provided for children (Davies, et al., 2008; Fowler et al., 2006; Wolfe et al., 
2005) and these important forces are not contained within either institutional theory or 
resource dependence theory. Although there are currently efforts in the end-of-life 
community to promote clinicians' awareness of and education in pediatric end-of-life (IOM, 
2003), there has historically been a divide between traditional medicine and hospice care 
(Abel, 1986). Hospice care has often been viewed by clinicians and families as "giving up," 
and an option to pursue only when there are no other alternatives for treating the child's 
medical condition (Dabbs et al., 2007). As a result, the pressures exerted by key stakeholder 
in the acute care setting may differ from those in the community-based hospice setting. For 
this reason, further research should explore provision of hospice care for children in various 
settings in order to provide a holistic and integrated examination of the provision of hospice 
care for children.   
 Policy implications. A number of policy implications can be drawn from the findings 
of this study. First, the findings related to hospice services for children underscore the 
relevance of recent policy efforts to update the Medicaid and CHIP hospice benefit for 
children. Effective March 23, 2010, Title II Role of Public Programs, Section 2302 
Concurrent Care for Children of the PPACA, permitted terminally ill children on the 
Medicaid or CHIP hospice benefit to continue receiving treatments that may result in cure or 
prolongation of life (e.g., chemotherapy, dialysis, bone marrow transplant, antiretroviral 
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regimens, radiation, transplant rejection medication) while enrolled in hospice care services 
(US Department of Health and Human Services, 2010). Although the hospice benefit has 
always been designed to provide any and all services necessary for management of the 
terminal illness (Connor, 2009b), this study revealed that prior to the PPACA enactment, 
hospices generally did not provide imaging, laboratory, outpatient, radiation, or 
chemotherapy services for children to manage or palliate symptoms at end of life. As a result, 
the change in the federal law to allow concurrent curative care may be an important policy 
initiative aimed at improving the quality of care for children at end of life. Therefore, this 
study may provide important baseline data for policymakers and researchers as they assess 
the impact of the PPACA 2302 on provision of other hospice services for children in the 
future.    
 Second, the study findings reinforce the Medicare Payment Advisory Commission's 
(MedPAC) recent report to Congress recommending changes to the hospice payment system. 
This study found that most hospices lacked income from donations and grants to assist in 
offsetting the cost of providing expensive care for children. The hospice per diem in 
California for routine home care is approximately $169 per day, whereas the cost of end-of-
life care for children can range from $182 to $4,296 per day (CA DHCS, 2007; Ward-Smith 
et al., 2008). MedPAC has recommended that Congress restructure the hospice payment 
system to provide an increased per diem to hospices at the beginning and end of the hospice 
enrollment (MedPAC, 2011). Other policy researchers have suggested a carve-out system 
that would reimburse hospices at an increased per diem rate for the delivery of high-cost care 
(Harrington & Estes, 2004). Revising the hospice per diem payment structure to cover the 
cost of expensive care may provide hospice administrators with an important financial 
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incentive to provide care for children. Future research might examine the financial 
disincentives in the current reimbursement structure of providing care for children by 
conducting financial case studies of hospices that provide care for children.  
 In addition, the findings reported here provide evidence in support of tax-exempt 
status for hospices. This study showed that nonprofit status was positively related to 
provision of care for children. The findings from the current study are in keeping with other 
research that has explored ownership status and provision of hospice care and found that 
nonprofit hospices were more likely to provide core and noncore hospice services than for-
profit hospices (Carlson et al., 2004,2008; Foliart et al., 2001; McCue & Thompson, 2005; 
White et al., 2002). In addition, other researchers have found that nonprofit hospices were 
more likely to admit unprofitable patients requiring skilled care and short lengths of stay, 
such as children (Wachterman et al., 2011). One reason for the difference in the provision of 
care between for-profit and nonprofit hospices may relate to community benefit. As tax 
exempt entities, nonprofit hospices play a critical role in providing a community benefit. 
Nonprofit hospices are typically reliant on their communities for volunteers and funding, and 
do not have stockholders to satisfy or profits to generate. Their mission is often focused on 
serving the unique needs of the community (e.g., hospice care for children). Therefore, the 
tax benefits enjoyed by nonprofit hospices are justifiable given their provision of care to an 
underserved population whose care is often unprofitable.   
 Finally, the findings of this study reinforce the need to incorporate defined pediatric 
hospice standards of care as part of the accreditation process. Similar to Li (2010), this study 
demonstrated that accreditation was not significantly related to the provision of hospice care 
for children. This raises the concern that pediatric hospice care is not evaluated by 
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accrediting agencies. In fact, during the study time frame there were no industry standards for 
pediatric hospice care (Friebert & Huff, 2009). They have only recently been introduced by 
the National Hospice and Palliative Care Organization and are now available for voluntary 
adoption. Though hospice associations are often instrumental in suggesting industry 
standards to accrediting agencies (Connor, 2009b), pediatric standards have not been adopted 
by accrediting agencies. Therefore, drawing upon the long-standing collaboration between 
hospice associations and accrediting agencies, and based on the findings of this study, 
hospice associations should be a driving force that advocate for pediatric standards to be 
adopted by accrediting agencies.   
 Practice implications. The results of the current study suggest that if hospices 
provide care for children, hospice administrators may need to develop specific administrative 
strategies for pediatric care. This might include developing risk-sharing mechanisms. For 
example, membership in a chain of hospices may allow small- and medium-sized hospices to 
effectively distribute the financial risk of high cost care to children across a larger patient 
population or create economies of scale. Risk sharing through chain membership may 
provide small- and medium-sized hospices the flexibility to substitute resources in order to 
provide care for children. Future research might explore other forms of membership on the 
organizational size - provision of hospice care for children relationship.  
 Another potential strategy relates to identifying a pediatric hospice champion in the 
organization. The role of a champion is generally to shape organizational change by 
protecting those involved in the implementation of change, building organizational support, 
facilitating the use of organizational resources, and encouraging growth of an organizational 
coalition that supports implementation of change (Greenhalgh et al., 2004). The importance 
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of having a champion is well documented in the quality improvement literature (Shortell et 
al., 2004). However, there is emerging evidence that champions may also be effective in 
fostering change in health care practices such as providing care for children (Acolet et al., 
2011; Doumit et al., 2007). In fact, recent studies have found that although a champion may 
be effective in implementing new technology, more than one champion is often needed for 
changes in organizational behavior (Damschroder et al., 2009; Gallagher et al., 2010). 
Therefore, hospices may benefit from identifying champions for pediatric hospice care within 
their organizations. Future research might explore the relationship between champions who 
join a professional group and provision of hospice care for children.   
 Finally, hospices assessing whether to provide hospice care for children or to expand 
services to admit additional children may need to make improvements or modification in 
their services. For example, hospices may need to establish in-home respite services. Because 
respite services are generally staffed by volunteers (Claxton-Oldfield & Gosselin, 2010), 
hospices may need to recruit and train a group of volunteers especially for children (Duggal 
et al., 2008). This may also include establishing or modifying organizational policies and 
procedures for volunteers and staff involved in respite care such as having parents sign a 
waiver of liability form or updating liability insurance policies (Claxton-Oldfield et al., 2011; 
Corr & Corr, 1985). In addition, until the federal reimbursement policy for respite care is 
changed, hospices may need to seek donor funding that can be used specifically for in-home 
respite care.  
Limitations of Study  
 There are several notable  limitations to this study. The first limitation relates to 
misclassification. Because the CA OSHPD uses organizational addresses rather than license 
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numbers as the hospice unique identifier, hospices might inadvertently be included multiple 
times in the same year. When hospice offices moved, a new license number was assigned, 
thereby creating the appearance of two or more entries for the same organization. This 
generated a false number of hospices providing care. As a result, there is a potential threat to 
the internal validity of the study as a result of measurement bias. Although the number of 
duplicate and triplicate provider numbers was relatively small (n=30), records had to be 
verified with the California licensure database and/or contacted by phone to validate 
information.  
 The second limitation relates to omitted variable bias. This study examined how well 
the independent variables predicted the dependent variable. It did not control for every 
institutional, resource, organizational, or market factor that may have affected the provision 
of hospice care for children. For example, staff caseload could be a critical factor in whether 
or not hospices provide care for children, because children often require additional staff 
resources during their hospice admissions. Yet, this factor was not included in the CA 
OSHPD data set. This was a limitation of using a secondary data set and presented a potential 
threat to the internal validity of the study. However, efforts were made to capture as much 
information about practice and environmental influence as possible within the constraints of 
available secondary databases. Future research might explore the inclusion of factors from 
other data sources or by incorporating mixed methodologies.  
 The third limitation concerns alternative variable measures. For example, this study 
used the presence of a children's hospital in the local community as a measure of mimetic 
pressure. However, the study found that the probability of providing care for children was 
lower in hospices with a children's hospital in their community compared with those without 
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a children's hospital. This suggested that instead of copying the pediatric practices of a 
children's hospital, these hospitals may act as substitutes for community-based hospices in 
providing care for terminally ill children. An alternative measure of mimetic pressures may 
have been the percent of hospices in the local market with a children's hospice program. 
Although this measure may have been ideal theoretically, there were so few hospices that had 
a dedicated pediatric program in this study's data set that the alternative measure was not 
practical.   
 The final limitation relates to generalizability. The findings from this study are only 
applicable to community-based hospice and home health agencies that had a licensed hospice 
program in the state of California during the study time frame. Although examining 
organizations that provide hospice care for children in a particular state may not be 
generalizable to other states and poses a threat to external validity of the study, California has 
health care policies and patterns that are influential in the national arena and has historically 
been a leader in hospice care. California has 12% of the nation’s hospice patients and one of 
the highest concentrations of hospice providers in the nation (Lorenz et al., 2004; Hospice 
Association of American, 2008). The first residential pediatric hospice (George Mark 
Children’s Home) and two of the oldest hospices in the US (Hospice of Santa Barbara and 
Hospice of Marin) were founded in California. In addition, California often implements new 
and emerging health care services before they are adopted in other states. Therefore, 
examining hospice organizations in California provided important insight into the provision 
of pediatric hospice care for other states and the nation.       
Suggestions for Future Research 
 Further research is needed to advance knowledge of provision of hospice care for 
children. A challenge faced by researchers conducting health services research in pediatric 
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hospice care is the lack of data on organizations that offer services to children. The CA 
OSHPD is one of the few administrative data sets available to researchers. Although there is 
increasing interest in research on community-based pediatric hospice care (IOM, 2003), 
researchers face critical data hurdles in obtaining data. As a result, few quantitative research 
studies in the US have focused on organizations that provide hospice care for children, and 
there has been negligible attention to the organizational environment of hospices.  
 Future studies might investigate different constructs such as interorganizational 
network ties using interorganizational network theory (Katz et al., 2004) or age dependence 
using organizational ecology (Hannan & Freeman, 1977, 1989). For example, one might 
hypothesize that ties to other organizations through social networking may reduce the 
uncertainty of and promote the provision of care for children by increasing communication 
and information sharing. Alternatively, research questions using these constructs could 
explore whether providing care for children affects organizational survival in new hospices. 
Therefore, using alternative organizational theories may yield valuable and enriched 
information on providing care for children. 
 Future studies should explore utilization of hospice care among children. There is a 
lack of understanding about who is using hospice care services and the determinants of 
utilization among children and their families. In addition, follow-up research should address 
whether utilization affects the quality and cost of care for terminally ill children. Data 
collection on outcomes could be conducted through family satisfaction surveys, hospice 
claims data, or data from state hospice quality reporting. 
 Finally, more studies are needed to understand the effect of hospice ownership on 
provision of care for children. This study and previous studies (Carlson et al., 2004, 2008; 
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Foliart et al., 2001; McCue & Thompson, 2005; White et al., 2002) have empirically 
demonstrated that for-profit hospice organizations differ significantly from nonprofits in the 
provision of services. As the number of for-profit hospices grows annually in the US 
(NHPCO, 2009a), it is important to understand why for-profit hospices are less likely to 
provide care for children. A deeper understanding of this issue might be gained by using 
qualitative methodologies such as focus groups, key informant interviews, or document 
reviews. An increased understanding aimed at improving access to care for children may be 
gained by additional analyses of ownership type.  
Summary 
 The goal of this longitudinal study was to describe the characteristics of organizations 
that provided hospice care services for children and to understand the influence of 
institutional and resource factors on the provision of pediatric hospice care. This is one of the 
first studies to provide evidence that over a relatively short period of time (2002-2008) 
terminally ill children and their families have encountered substantial changes in the 
availability of community-based hospice care. As the number of hospices grew during the 
study time frame, the proportion of hospices providing care for children significantly 
diminished. Although hospices that provided care for children responded to the needed for 
pediatric care with expanded core and noncore services and geographic coverage, there was 
still room for improvement in services aimed at medically complex patients such as children 
(i.e., palliative radiation, palliative chemotherapy). It was also evident in this study that 
hospices faced substantial barriers in providing care for children that worsened in tough 
economic times, all of which adversely impacted access to care for children. The findings 
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from this study beg the larger question of whether or not community-based hospices should 
provide care for children in light of the challenges.  
 There is no easy answer to this question. If hospices choose not to provide care to 
children, they risk violating the mission of hospice and damaging the reputation of hospices 
as a place where end-of-life care is delivery to all in need regardless of age, race, gender, and 
illness type. Once community-based hospices decide not to provide care for children, what 
category of patients will be next? Indeed, this slippery slope has the potential to contribute to 
the disparities already present in end-of-life care (IOM, 2003).  
 If, on the other hand, hospices choose to provide care or expand services for children, 
this study showed that these barriers might be modifiable at the organizational level (e.g., 
identifying a champion) and at the policy level (e.g., reimbursement changes or introducing 
pediatric standards into accreditation process). Additionally, by engaging in care for children, 
hospices become an integral part of the pediatric health care system and contribute in a 
meaningful way to the care continuum as children transition through their disease trajectory 
(Connor, 2009b). Additional studies that develop our understanding of the role of hospices in 
the provision of care for children are clearly warranted, and as the science progresses, further 
inquiries into interventions aimed at improving provision of hospice care for children are 
needed, if access to and quality of end-of-life care for terminally ill children and their 
families are to improve.  
 
 
 
 
  
141 
 
Appendix. CA OSHPD Annual Utilization Report of Home Health Agencies/Hospices - 2008
  
142 
 
 
143 
 
  
144 
 
 
145 
 
 
146 
 
 
147 
 
 
148 
 
 
149 
 
 
150 
 
 
151 
 
 
152 
 
References 
 
Abel, E. K. (1986). The hospice movement: Institutionalizing innovation. International 
Journal of Health Services, 16(1), 71-85. doi:10.2190/RQBV-J2PG-VFNM-1H97.  
Acolet, D., Allen, E., Houston, R., Wilkinson, A., Costeloe, K., & Elbourne, D. (2011). 
Improvement in neonatal intensive care unit care: A cluster randomized controlled trial 
of active dissemination of information. Archives of Disease in Childhood, epub. Doi: 
10.1136/adc.2010.207522. 
Aday, L., & Andersen, R. (1974). A framework for the study of access to medical care. 
Health Services Research, 208-220. 
Aiken, L.S., & West, S. (1991). Multiple regression: Testing and interpreting interactions. 
Newbury Park, CA: Sage. 
American Academy of Pediatrics. (2010). Affirmation of value: Standards of practice for 
pediatric palliative care and hospice. Pediatrics, e488. Doi: 10.1542.peds.2010-1309.  
Amit, R., & Schoemaker, P. (1993). Strategic assets and organizational rent. Strategic 
Management Journal, 14, 33-46. 
Araya, S., Chaparro, J., Orero, A., & Joglar, H. (2007). An integrative view of IS/IT and 
organizational resources and capabilities. Issues in Informing Science and Information 
technology, 4, 629-632.  
Armstrong-Dailey, A., & Zarbock, S. (2001). Hospice care for children. Oxford: Oxford 
University Press. 
Ashworth, R., Boyne, G., & Delbridge, R. (2007). Escape from the iron cage? Organizational 
change and isomorphic pressures in the public sector. Journal of Public Administration 
Research & Theory, 19, 165-187.  
Associated Press. (2010). Home health provider in acquisition. New York Times, May, 25, 
2010, p.B8.  
Au, M., Taylor, E., & Gold, M. (2009). Improving access to language services in health 
care: A look at national and state efforts.  Washington, D.C.: Mathematica Policy 
Research.  
Ballinger, G. (2004). Using generalized estimating equations for longitudinal analysis. 
Organizational Research Methods, 7, 127-150. Doi: 10.117/1094428104263672.  
153 
 
Balotsky, E. (2005). Is it resources, habit, or both: Interpreting twenty years of hospital 
strategic response to prospective payment. Health Care Management Review, 30, 337-
346. 
Bardhan, A., & Walker, R. (2010). California, pivot of the great recession. Working paper 
No.203-10. Berkley, CA: Institute for Research on labor and Employment. 
Barnhart, H., & Williamson J. (1998). Goodness-of-fit for GEE modeling with binary 
responses. Biometrics, 54, 720-729. http://www.jstor.org/stable/3109778. 
Baron, R., & Kenny, D. (1986). The moderator-mediator variable distinction in social 
psychological research: Conceptual, strategic, and statistical considerations. Journal of 
Personality and Social Psychology, 51(6), 1173-1182. doi:10.1037/0022-
3514.51.6.1173.  
Barreto, I., & Baden-Fuller, C. (2006). To conform or to perform? Mimetic behavior 
legitimacy-based groups and performance consequences. Journal of Management 
Studies, 43, 1559-1581. Doi: 10.1111/j.1467-6486.2006.00620.x. 
Barry-Martin, B. (1985). Home care for terminally ill children and their families. In Corr & 
Corr (Eds.), Hospice Approaches to Pediatric Care (pp.65-86). New York: Springer.  
Beatty, K., Harris, J., & Barnes, P. (2010). The role of interorganizational partnerships in 
health services provision among rural, suburban, and urban local health departments. 
Journal of Rural Health, 26, 248-258. Doi: 10.1111/j.1748-0361.2010.00285.x.  
Beckstrand, R., Rawle, N., Callister, L., & Mandleco, B. (2009). Pediatric nurses' perceptions 
of obstacles and supportive behaviors in end-of-life care. American Journal of Critical 
Care, epub.  
Bonebrake, D., Culver, C., Call, K., & Ward-Smith, P. (2010). Clinically differentiating 
palliative care and hospice. Clinical Journal of Oncology Nursing, 14(3), 273-275. 
doi:10.1188/10.CJON.273-275.  
Brandon, D., Docherty, S., & Thorpe, J. (2007). Infant and child deaths in acute care settings: 
Implications for palliative care. Journal of Palliative Medicine, 10, 910-918. Doi: 
10.1089/jpm.2006.0236. 
Brink, P., & Wood, M. (1998). Advanced Design in Nursing Research. Thousand Oaks, CA.: 
Sage Publications. 
Brosig, C. L., Pierucci, R. L., Kupst, M. J., & Leuthner, S. R. (2007). Infant end-of-life care: 
The parents' perspective. Journal of Perinatology, 27(8), 510-516. 
doi:10.1038/sj.jp.7211755.  
154 
 
Burns, N. & Grove, S. (2005). The practice of Nursing Research: Conduct, Critique, and 
Utilization. St. Louis, MO: Elsevier.  
Calhoun, B. C., Napolitano, P., Terry, M., Bussey, C., & Hoeldtke, N. J. (2003). Perinatal 
hospice: Comprehensive care for the family of the fetus with a lethal condition. Journal 
of Reproductive Medicine, 48(5), 343-348. doi:10.1097/01.OGX.0000093270.97479.A4.  
California Department of Finance. (2010). California economic indicators. Retrieved on 
September 20, 2010 from http://ww.dof.ca.gov. 
California Department of Health Care Services. (2009). 2009-2010 Governor's Budget 
Highlights. Retrieved on August 1, 2009 from 
http://www.dhcs.ca.gov/Documents/2009-
10%20Gov%20Budget%20Highlights%20Dept%20of%20Health%20Care%20Services.
pC. 
 
California Department of Health Care Services. (2010). 2010-2011 Governor's Budget 
Highlights. Retrieved on January 16, 2010 from http://www.dhcs.ca.gov/provgovpart/ 
 Documents/ 2010- 11%20Governor%20Budget%20 Highlights.pdf. 
California Office of Statewide Health Planning & Development. (2006). Documentation: The 
state utilization data file of home health agency and hospice facilities, calendar year 
2006. Sacramento, CA: Health Information Resource Center.  
Campbell, C. I., & Alexander, J. A. (2005). Health services for women in outpatient 
substance abuse treatment. Health Services Research, 40(3), 781-810. 
doi:10.1111/j.1475-6773.2005.00385.x.  
Campbell, C.L., Merwin, E., & Yan, G. (2009). Factors that influence the presence of a 
hospice in a rural community. Journal of Nursing Scholarship, 41(4), 420-428. 
Carlson, M., Gallo, W., & Bradley, E. (2004). Ownership status and patterns of care in 
hospice: Results from the national home and hospice care survey. Medical Care, 42(5), 
432-438. doi:00005650-200405000-00006.  
Carlson, M., Morrison, R., Holford, T., & Bradley, E. (2007). Hospice care: What services do 
patients and their families receive? Health Services Research, 42(4), 1672-1690. 
doi:10.1111/j.1475-6773.2006.00685.x.  
Carlson, M., Schlesinger, M., Holford, T. R., Morrison, R. S., & Bradley, E. H. (2008). 
Regulating palliative care: The case of hospice. Journal of Pain & Symptom 
Management, 36(2), 107-116. doi:10.1016/j.jpainsymman.2007.09.014.  
Carlson, M., Herrin, J., Du, Q., Epstein, A., Cherlin, E., Morrison, S., & Bradley, E. (2009). 
Hospice characteristics and the disenrollment of patients with cancer. Health Services 
Research, epub doi:10.1111/j.1475-6773.2009.01002.x. 
155 
 
Carlson, M., Bradley, E., Du., Q., & Morrison, S. (2010). Geographic access to hospice in the 
United States. Journal of Palliative Medicine, 13, 1331-1338. Doi: 
10.1089/jpm.2010.0209. 
Carroll, J., Torkildson, C., & Winsness, J. (2007). Issues related to providing quality 
pediatric palliative care in the community. Pediatric Clinics of North America, 54, 813-
827. Doi: 10.1016/j.pcl.2007.06.002. 
Carter, B., & Levetown, M. (2004). Palliative care for infants, children, and adolescents: A 
practical handbook. Baltimore: John Hopkins University Press.  
Casciaro, T., & Piskorski, M. (2005). Power imbalance, mutual dependence, and constraint, 
absorption: A close look at resource dependence theory. Administrative Science 
Quarterly, 50, 167-199. 
Casey, M., Moscovice, I., Virnig, B., & Durham, S. (2005). Providing hospice care in rural 
areas: Challenges and strategies. American Journal of Hospice and Palliative Medicine, 
22(5), 363-368. 
Centers for Disease Control and Prevention. (2005).  Deaths by 10-year Age Groups: United   
States and Each State. Retrieved April 22, 2009 from 
http://www.cdc.gov.libproxy.lib.unc.edu/ 
nchs/data/statab/MortFinal2005_Worktable23F.pdf.  
Centers for Disease Control and Prevention. (2009). Deaths and Mortality. Retrieved April 
24, 2010 from http://www.cdc.gov/nchs/fastasts/deaths.htm.  
Children's Hospice and Palliative Care Coalition. (2010). Retrieved on May 1, 2010 from 
http://www.childrenshospice.org.  
Children's Hospice International. (2009). Retrieved August 30, 2009 from 
http://www.chionline.org.  
ChiPPS. (2001). A call for change: Recommendations to improve the care of children living 
with life-threatening conditions. Alexandria, VA: National Hospice and Palliative Care 
Organization.  
Cohen, J., Cohen, P., West, S., & Aiken, L. (2003). Applied multiple regression/correlation 
analysis for the behavioral sciences. Mahwah, NJ: Erlbaum.  
Choi, S., & Brommels, M. (2009). Logics of pre-merger decision-making processes: The 
case of Karolinska University hospital. Journal of Health Organization Management, 
23, 240-254. Doi: 10.1108/14777260910960966. 
156 
 
Claxton-Oldfield, S., & Gosselin, N. (2010). How can I help you? A study of the perceived 
importance of different kinds of hospice palliative care volunteer support. American 
Journal of Hospice and Palliative Medicine, epub. Doi: 10.1177/1049909110385540. 
Claxton-Oldfield, S., Gibbon, L., & Schmidt-Chamberlain, K. (2011). When to say "yes" and 
when to say "no": Boundary issues for hospice palliative care volunteers. American 
Journal of Hospice and Palliative Care, epub. Doi: 10.1177/1049909110397926. 
Connor, S.R. (2007). Development of hospice and palliative care in the united states. Omega, 
56(1), 89-99. doi:10.2190/OM.56.1.h.  
Connor, S. R. (2009a). US hospice benefits. Journal of Pain & Symptom Management, 38(1), 
105-109. Doi: 10.1016/j.jpainsymman.2009.04.012.  
Connor, S.R. (2009b). Hospice and Palliative Care. New York: Routledge.  
Contro, N., Larson, J., Scofield, S., Sourkes, B., & Cohen, H. (2002). Family perspectives on 
the quality of pediatric palliative care. Archives of Pediatrics & Adolescent Medicine, 
156(1), 14-19. doi:10.1542/peds.2003-0857-L.  
Corr, C., & Corr, D. (1985). Pediatric hospice care. Pediatrics, 76(5), 774-780.  Retrieved 
from 
https://auth.lib.unc.edu.libproxy.lib.unc.edu/ezproxy_auth.php?url=http://search.ebscoho
st.com.libproxy.lib.unc.edu/login.aspx?direct=true&db=aph&AN=4739111&site=ehost-
live&scope=site. 
Corr, C., & Corr, D. (1988). What is pediatric hospice care? Child Health Care, 17(1), 1-11. 
doi:10.1207/s15326888chc1701_1.  
Costa, N. (2005). Integrating fundraising into finance. New Directions for Philanthropic 
Fundraising, 49, 13-27.  
Cox, C. (1998). Hospice care for persons with aids. The Hospice Journal, 13(3), 21-34.  
Crenshaw-Cutchins, R., & Mease, B. (1985). Respite care and the dying child. In Corr & 
Corr (Eds.), Hospice Approaches to Pediatric Care (pp.87-106). New York: Springer.  
Crespi, C., Wong, W., & Mishra, S. (2009). Using second-order generalized estimating 
equations to model heterogeneous intraclass correlations in cluster-randomized trials. 
Statistics in Medicine, 28, 814-827. Doi: 10.1002/sim.3518. 
Cui, J. (2007). QIC program and model selection in GEE analyses. The Stata Journal, 7, 209-
220. 
157 
 
Dabbs, D., Butterworth, L., & Hall, E. (2007). Tender mercies: Increasing access to hospice 
services for children with life-threatening conditions. The American Journal of Maternal 
Child Nursing, 32(5), 311-319. doi:10.1097/01.NMC.0000288003.10500.00.  
Dacin, T.M., Goodstein, J., & Scoot, W.R. (2002). Institutional theory and institutional 
change: Introduction to the special research forum. Academy of Management Journal, 
45, 45-57. Doi: 10.2307/3069284.  
Daft, R. L., & K E. Weick. (1984). Toward A model of organizations as interpretive systems. 
Academy of Management Review, 9(4), 284-295. 
 
Daft, R. (2004). Organization Theory and Design. Mason, OH: Thomson South-western. 
Damschroder, L., Banaszak-Holl, J., Kowalski, C., Forman, J., Saint, S., & Krein, S. (2009). 
The role of the champion in infection prevention: Results from a multisite qualitative 
study. Quality, Safety, and Health Care, 18(6), 434-440. 
D'Aunno, T., Sutton, R., & Price, R. (1991). Isomorphism and external support in conflicting 
institutional environments: A study of drug abuse treatment centers. Academy of 
Management Journal, 34(3), 636-661. doi:10.2307/256409. 
Davies, B., Brenner, P., Orloff, S., Sumner, L., & Worden, W. (2002). Forum: Addressing 
spirituality in pediatric hospice and palliative care. Journal of Palliative Care, 18(1), 59-
67.  Retrieved from www.cinahl.com/cgi-
bin/refsvc?jid=549&accno=2002077277http://search.ebscohost.com.libproxy.lib.unc.ed
u/login.aspx?direct=true&db=c8h&AN=2002077277&site=ehost-live. 
Davies, B., Steele, R., Collins, J. B., Cook, K., & Smith, S. (2004). The impact on families of 
respite care in a children's hospice program. Journal of Palliative Care, 20(4), 277-286. 
Retrieved from 
https://auth.lib.unc.edu.libproxy.lib.unc.edu/ezproxy_auth.php?url=http://search.ebscoho
st.com.libproxy.lib.unc.edu/login.aspx?direct=true&db=c8h&AN=2005067098&site=eh
ost-live&scope=site.  
Davies, B., Collins, J., Steele, R., Cook, K., Distler, V., & Brenner, A. (2007). Parents' and 
children's perspectives of a children's hospice bereavement program. Journal of 
Palliative Care, 23(1), 14-23.  Retrieved from www.cinahl.com/cgi-
bin/refsvc?jid=549&accno=2009551947 
http://search.ebscohost.com.libproxy.lib.unc.edu 
/login.aspx?direct=true&db=c8h&AN=2009551947&site=ehost-live.  
Davies, B., Sehring, S. A., Partridge, J., Cooper, B., Hughes, A., Philp, J. C., Amidi-Nouri, 
A., & Kramer, R. F. (2008). Barriers to palliative care for children: Perceptions of 
pediatric health care providers. Pediatrics, 121(2), 282-288. doi:10.1542/peds.2006-
3153.  
158 
 
Davis, G., & Cobb, J. (2009). Resource dependence theory: Past and future. Retrieved on 
May1, 2010 from 
http://webuser.bus.umich.edu/gfdavis/Papers/davis_cobb_09_RSO.pdf. 
deCinque, N., Monterosso, L., Dadd, G., Sidhu, R., Macpherson, R., & Aoun, S. (2006). 
Bereavement support for families following the death of a child from cancer: Experience 
of bereaved parents. Journal of Psychosocial Oncology, 24(2), 65-83. 
doi:10.1300/J077v24n02_05.  
Deephouse, D. (1996). Does isomorphism legitimate? Academy of Management Journal, 
39(4), 1024-1039.  
Dickens, D. S. (2010). Comparing pediatric deaths with and without hospice support. 
Pediatric Blood Cancer, 54(5), 746-750. doi:10.1002/pbc.22413.  
Dill, A. (1994). Institutional environments and organizational responses to aids. Journal of 
Health and Social Behavior, 35(4), 349-369. 
DiMaggio, P. J., & Powell, W. W. (1983). The iron cage revisited: Institutional isomorphism 
and collective rationality in organizational fields. American Sociological Review, 48(2), 
147-160. doi:10.2307/2095101.  
Donabedian, A. (1980). Explorations in Quality Assessment and Monitoring: The Definition 
of Quality and Approaches to its Assessment. Ann Arbor, MI: Health Administration.  
Drake, R., Frost, J., & Collins, J. J. (2003). The symptoms of dying children. Journal of Pain 
& Symptom Management, 26(1), 594-603. doi:10.1016/S0885-3924(03)00202-1.  
Dressler, D., Pistoria, M., Budnitz, T., McKean, S., & Amin, A. (2006). Core competencies 
in hospital medicine: Development and methodology. Journal of Hospital Medicine, 1, 
38-56. Doi: 10.1002/jhm.6. 
 
Doumit, G., Gattellari, M., Grimshaw, J., & O'Brien, M. (2007). Local opinion leaders: 
Effects on professional practice and health care outcomes. Cochrane Database 
Systematic Reviews, epub. Doi: 10.1002/14651858.CD000125.pub3. 
 
Duggal, S., Farah, P., Straatman, L., Freeman, L., & Dickson, S. (2008). The volunteer 
program in a children's hospice. Journal of Palliative Medicine, 11, 997-1001, doi: 
10.1089/jpm.2007.0257. 
 
Dunkelberg, A., & O'Malley, M. (2004). Children's Medicaid and SHCIP in Texas: Tracking 
the Impact of Budget Cuts. Retrieved on January 20, 2010 from 
http://www.kff.org/medicaid/upload/Children-s-Medicaid-and-SCHIP-in-Texas-
Tracking-the-Impact-of-Budget-Cuts-Executive-Summary.pdf. 
159 
 
Dussel, V., Kreicbergs, U., Hilden, J., Watterson, J., Moore, C., Turner, B., Weeks, J., & 
Wolfe, J. (2009). Looking beyond where children die: Determinants and effects of 
planning a child's location of death. Journal of Pain and Symptom Management, 37(1), 
33-43. doi:10.1016/j.jpainsymman.2007.12.017.  
Evans, S., & Lingling, L. (2005). A comparison of goodness of fit tests for the logistic GEE 
model. Statistics in Medicine, 24, 1245-1261. Doi: 10.1002/sim.2023. 
Fadul, N., Elsayem, A., Palmer, J., Del Fabbro, E., Swint, K., Li, Z., Poulter, V., & Bruera, 
E. (2009). Supportive versus palliative care: What's in a name? Cancer, 115, 2013-2021, 
doi: 10.1002/cncr.24206. 
Feudtner, C., Hays, R., Haynes, G., Geyer, J., Neff, J., & Koepsell, T. (2001). Deaths 
attributed to pediatric complex chronic conditions: National trends and implications for 
supportive care services. Pediatrics, 107(6), e99-e103. doi:10.1542/peds.107.6.e99.  
Feudtner, C., Silveira, M., & Christakis, D. (2002). Where do children with complex chronic 
conditions die? patterns in Washington state, 1980-1998. Pediatrics, 109(4), 656-660. 
doi:0.1542/peds.109.4.656.  
Feudtner, C., Silveira, M. J., Shabbout, M., & Hoskins, R. E. (2006). Distance from home 
when death occurs: A population-based study of Washington state, 1989-2002. 
Pediatrics, 117(5), e932-9. Retrieved from 
https://auth.lib.unc.edu.libproxy.lib.unc.edu/ezproxy_auth.php?url=http://search.ebscoho
st.com.libproxy.lib.unc.edu/login.aspx?direct=true&db=c8h&AN=2009194231&site=eh
ost-live&scope=site.  
Feudtner, C., Feinstein, J., Satchell, M., Zhao, H., & Kang, T. (2007). Shifting place of death 
among children with complex chronic conditions in the united states, 1989-2003. 
Journal of the American Medical Association, 297(24), 2725-2732. 
doi:10.1001/jama.297.24.2725.  
Fitzmaurice, G., Laird, N., & Ware, J. (2004). Applied Longitudinal Analysis. New York: 
John Wiley.   
Flood, A., & Fennel, M. (1995). Through the lenses of organizational sociology: The role of 
organizational theory and research in conceptualizing and examining our health care 
system. Journal of Health & Social Behavior, 35, 154-169. 
Foliart, D., Clausen, M., & Siljestrom, C. (2001). Bereavement practices among California 
hospices: Results of a statewide survey. Death Studies, 25, 461-467. Doi: 
10.1080/07481180125792. 
Fowler, K., Poehling, K., Billheimer, D., Hamilton, R., Wu, H., Mulder, J., & Frangoul, H. 
(2006). Hospice referral practices for children with cancer: A survey of pediatric 
160 
 
oncologists. Journal of Clinical Oncology, 24(7), 1099-1104. doi:10.1200/ 
JCO.2005.02.6591.  
Frees, E. (2004). Longitudinal and panel data: Analysis and application in the social 
sciences. Cambridge: Cambridge University Press.  
Friebert, S., & Huff, S. (2009). NHPCO's pediatric standards: A key step in advancing care 
for American's children. NewsLines, 9-12.   
Friedmann, P., Alexander, J., Jin, L., & D'Aunno, T. (1999). On-site primary care and mental 
health services in outpatient drug abuse treatment units. Journal of Behavioral Health 
Services & Research, 26, 80-93. Doi: 10.1007/BF02287796. 
Friedrichsdorf, S., Remke, S., Symalla, B., Gibbon, C., & Chrastek, J. (2007). Developing a 
pain and palliative care programme at a US children's hospital. International Journal of 
Palliative Nursing, 13(11), 534-542.  
Froelich, K. (1999). Diversification of revenue strategies: Evolving resource dependence in 
nonprofit organizations. Nonprofit and Voluntary Sector Quarterly, 28, 246-268. Doi: 
10.1177/0899764099283002. 
Gallagher, K., Nutting, P., Nease, D., Graham, D., Bonham, A., Dickinson, W., & Main, D. 
(2010). It takes two: Using coleaders to champion improvements in small primary care 
practices. Journal of American Board of Family Medicine, 23, 632-639. Doi: 
10.3122/jabfm.2010.05.090198. 
Gardiner, J., Luo, Z., & Roman, L. (2009). Fixed effects, random effects, and GEE: What are 
the differences? Statistics in Medicine, 29, 221-239. doi:10.1002/sim.3478.  
Ginn, G., & Moseley, C. (2004). Community health orientation, community-based quality 
improvement, and health promotion services in hospitals. Journal of Healthcare 
Management, 49(5), 293-306.  
Golan, H., Bielorai, B., Grebler, D., Izraeli, S., Rechavi, G., & Toren, A. (2008). Integration 
of a palliative and terminal care center into a comprehensive pediatric oncology 
department. Pediatric Blood Cancer, 50(5), 949-955. doi:10.1002/pbc.21476.  
Goodrick, E., & Salancik, G. (1996). Organizational discretion in responding to institutional 
practices: Hospitals and cesarean births. Administrative Science Quarterly, 41, 1-28.  
Goodstein, J. (1995). Employer involvement in eldercare: An organizational adaptation 
perspective. Academy of Management Journal, 38(6), 1657-1671. 
Govtrack. (2009). H.R. 3590: Patient Protection and Affordable Care Act. Retrieved  April 
5, 2010, from  http://www.govtrack.us/congress/bill.xpd?bill=h111-3590.  
161 
 
Granovetter, M. (1985). Economic action and social structure: The problem of 
embeddedness. American Journal of Sociology, 91, 481-510.  
Grant, R.M., (1991), The resource-based theory of competitive advantage: Implications for 
strategy formulation. California Management Review; 33 (3),  114–135. 
Greenhalgh, T., Robert, G., Macfarlane, F., et al. (2004). Diffusion of innovations in service 
organizations: systematic review and recommendations. Milbank Quarterly, 82, 581-
629. Doi: 10.1111/j.0887-378x.2004.00325.x. 
Han, B., Tiggle, R., & Remsburg, R. (2008). Characteristics of patients receiving hospice 
care at home versus in nursing homes: Results from the national home and hospice care 
survey and the national nursing home survey. American Journal of Hospice & Palliative 
Medicine, 24, 479-486. Doi: 10.1177/1049909107305654. 
Hannan, M. & Freeman, J. (1977). The population ecology of organizations. American 
Journal of Sociology, 82, 929-964. Doi: 10.1086/226424. 
Hannan, M. (1989). Organizational Ecology. Cambridge, MA: Harvard University Press. 
Hanson, L., Schenck, A., Rokoske, F., Abernethy, A., Kutner, J., Spence, C., & Lund-Person, 
J. (2010). Hospices' preparation and practices for quality measurement. Journal of Pain 
and Symptom Management, 39(1), 1-8. Doi: 10.1016/j.painsymman.2009.09.003.  
Hardin, J., & Hilbe, J. (2003). Generalized Estimating Equations. Boca Raton, FL: Chapman 
& Hall/CRC. 
Harrington, C., & Estes, C. (2004). Health Policy. London: Jones and Bartlett Publishers. 
Hasenfield, Y. (1972). People processing organizations: An exchange approach. American 
Sociological Review, 37, 256-262. 
Haunschild, P., & Miner, A. (1997). Modes of interorganizational imitation: The effects of 
outcome salience and uncertainty. Administrative Science Quarterly, 42, 472-500. Doi: 
10.2307/2393735.  
Haveman, H. (1993). Follow the leader: mimetic isomorphism and entry into new markets. 
Administrative Science Quarterly, 42, 472-500.  
Hays, R., Valentine, J., Haynes, G., Geyer, J., Villareale, N., McKinstry, B., Varni, J., & 
Churchill, S. (2006). The Seattle pediatric palliative care project: Effects on family 
satisfaction and health-related quality of life. Journal of Palliative Medicine, 9(3), 716-
728. doi:10.1089/jpm.2006.9.716.  
HealthInsuranceFinders. (2010). Children's Health Insurance Programs. Retrieved on 
January 20, 2010 from http://www.healthinsurancefinders.com/.  
162 
 
 
Hechler, T, Blankenburg, M., Friedrichsdorf, S., Garske, D., Hubner, B., Menke, A., 
Wamsler, C., Wolfe, J., & Zernikow, B. (2008). Parents' perceptive on symptoms, 
quality of life, characteristics of death and end-of-life decisions for children dying from 
cancer. Klinische Paediatrie, 3, 166-174. doi:10.1055/s-2008-1065347. 
Heckman, T., Somlai, A., Peters, J., Walker, J., Otto-, L., Galdabini, C., & Kelly, J. (1998). 
Barriers to care among persons living with HIV/AIDS in urban and rural areas. AIDS 
Care. 10(3), 365-375.  
Hendricks-Ferguson, V. (2008). Physical symptoms of children receiving pediatric hospice 
care at home during the last week of life. Oncology Nursing Forum, 35(6), e108-e115. 
doi:10.1188/08.ONF.E108-E115.  
Herr, K., Titler, M., Fine, P., Sanders, S., Cavanaugh, J., Swegle, J., Forcucci, C., & Tang, X. 
(2010). Assessing and treating pain in hospices: Current state of evidence-based 
practices. Journal of Pain and Symptom Management, 39(5), 803-819. Doi: 
10.1016/j.paonsymman.2009.09.025. 
Heron, M., Sutton, P., Xu, J., Ventura, S., Strobino, D., & Guyer, B. (2010). Annual 
summary of vital statistics: 2007. Pediatrics, 125(1), 4-15. doi:10.1542/peds.2009-2416. 
Heath, J., Clarke, N., Donath, S., McCarthy, M. Anderson, V., & Wolfe, J. (2010). 
Symptoms and suffering at end of life in children with cancer: An Australian 
perspective. Medical Journal of Australia, 192(2), 71-75.  
Hill, C., & Jones, G. (2008). Strategic Management: An Integrated Approach. NY: Houghton 
Mifflin.  
Hillman, A., Withers, M., & Collins, B. (2009). Resource dependence theory: A review. 
Journal of Management, 35, 1404-1427. Doi: 10.1177/0149206309343469. 
Himelstein, B. (2006). Palliative care for infants, children, adolescents, and their families. 
Journal of Palliative Medicine, 9(1), 163-181. doi:10.1089/jpm.2006.9.163.  
Hin, L., & Wang, Y. (2009). Working-correlation-structure identification in generalized 
estimating equations. Statistics in Medicine, 28, 642-658. Doi: 10.1002/sim.3489. 
Hoeldtke, N. J., & Calhoun, B. C. (2001). Perinatal hospice. American Journal of Obstetrics 
& Gynecology, 185(3), 525-529. doi:10.1067/mob.2001.116093.  
Holmbeck, G. (1997). Toward terminological, conceptual, and statistical clarity in the study 
of mediators and moderators: Examples from the child-clinical and pediatric psychology 
literatures. Journal of Consulting and Clinical Psychology, 65, 599-610. Doi: 
10.1037//0022-006x.65.4.599. 
163 
 
Horton, N., Bebchuk, J., Jones, C., Lipsitz, S., et al. (1999). Goodness of fit for GEE: An 
example with mental health service utilization. Statistics in Medicine, 18, 213-222.  
Hospice Association of America. (2008). Hospice facts & statistics. Retrieved on December, 
30, 2009 from http://www.nahc.org/facts/HospiceStats08.pdf.  
Hospice & Palliative Care Association of Iowa. (2010). 2010 Legislative Agenda. Retrieved 
on April 11, 2010 from http://www.iowahospice.org.  
Hsieh, H., Clement, D., & Bazzoli, G. (2010). Impacts of market and organizational 
characteristics on hospital efficiency and uncompensated care. Health Care 
Management Review, 35(1), 77-87.  
Huskamp, H., Buntin, M., Wang, V., & Newhouse, J. (2001). Providing care at the end of 
life: Do Medicare rules impede good care? Health Affairs, 20(3), 204-211. 
doi:10.1377/hlthaff.20.3.204.  
Institute of Medicine. (2003). When children die. Washington, DC: National Academies 
Press. 
Jackson, S. (2004). A USA national survey of program services provided by child advocacy 
centers. Child Abuse & Neglect, 28, 411-421.  
Jacobs, D. (1974). Dependency and vulnerability: An exchange approach to the control of 
organizations. Administrative Science Quarterly, 19, 45-59.  
Jenkins, T., Chapman, K., Harshbarger, D., & Townsend, J. (2009). Hospice use among 
cancer decedents in Alabama, 2002-2005. Preventing Chronic Disease, 6, 1-8.  
Jeon, Y., Bradaty, H., & Chesterson, J. (2005). Respite care for caregivers and people with 
severe mental illness: Literature review. Journal of Advanced Nursing, 49, 297-306. 
Doi: 10.1111/j.1365-2648.2004.03287.x. 
Jha, A., DesRoches, C., Campbell, E., Donelan, K., et al. (2009). Use of electronic health 
records in US hospitals. The New England Journal of Medicine, 360, 1628-1638. Doi: 
10.1056/NEJMsa0900592. 
Johnson, N., Hudgins, E., & Koulish, J. (2008). Facing deficits, many states are imposing 
cuts the hurt vulnerable residents. Washington, D.C.: Center on Budget and Policy 
Priorities.  
Johnson, N., Oliff, P., & Williams, E. (2010). An update on state budget cuts. Washington, 
D.C.: Center on Budget and Policy Priorities.  
Johnston, D., Nagel, K., Friedman, D., Meza, J., Hurwitz, C., & Friebert, S. (2008). 
Availability and use of palliative care and end-of-life services for pediatric oncology 
164 
 
patients. Journal of Clinical Oncology, 26(28), 4646-4650. 
doi:10.1200/JCO.2008.16.1562.  
Joint Commission. (2010). Achieve the gold seal of approval: Benefits of joint commission 
accreditation. Retrieved on September 20, 2010, from 
http://www.jointcommission.org/AboutUs/Fact_Sheets/benefits_accreditation.htm.  
Kang, T., Hoehn, K., Licht, D., Mayer, O., Santucci, G., Carroll, J., Long, C., Hill, M., 
Lemisch, J., Rourke, M., & Feudtner, C. (2005). Pediatric palliative, end-of-life, and 
bereavement care. Pediatric Clinics of North America, 52(4), 1029-1046. 
doi:10.1016/j.pcl.2005.04.004.  
Katz, N., Lazer, D., Arrow, H., & Contractor, N. (2004). Network theory and small groups. 
Small Group Research, 35, 307-332. Doi: 10.1177/1046496404264941. 
Kim, T., McCue, M., & Thompson, J. (2009). The relationship of financial and mission 
factors to the level of uncompensated care provided in California hospitals. Journal of 
Healthcare Management, 546), 383-401.  
Kirby, E., Keeffe, M., & Nichols, K. (2007). A study of the effects of innovative and 
efficient practices on the performance of hospice care organizations. Health Care 
Management Review, 32(4), 352-359. 
Klopfenstein, K., Hutchinson, C., Clark, C., Young, D., & Ruymann, F. (2001). Variables 
influencing end-of-life care in children and adolescents with cancer. Journal of Pediatric 
Hematology/Oncology, 23,481-486.  
Knapp, C., Madden, V., Curtis, C., Sloyer, P., Huang, I., Thompson, L., & Shenkman, E. 
(2008). Partners in care: Together for kids: Florida's model of pediatric palliative care. 
Journal of Palliative Medicine, 11(9), 1212-1220. doi:10.1089/jpm.2008.0080. 
Knapp, C., Madden, V., Wang, H., Kassing, K., Curtis, C., Sloyer, P., & Shenkman, E. 
(2009a). Effect of a pediatric palliative care program on nurses' referral preferences. 
Journal of Palliative Medicine, 12(2), 1131-1136. doi:10.1089/jpm.2009.0146.  
Knapp, C., Shenkman, E., Marcu, M., Madden, V., & Terza, J. (2009b). Pediatric palliative 
care: Describing hospice users and identifying factors that affect hospice expenditures. 
Journal of Palliative Medicine, 12, 1-7. Doi: 10.1089/jpm.2008.0248. 
Knapp, C., & Contro, N. (2010). Family support services in pediatric palliative care. 
American Journal of Hospice & Palliative Care, , epub. doi:10.1089/jpm.2009.0295.  
Kozak, L., Kayes, L., McCarty, R., Walkinshaw, C., et al. (2009). Use of complementary and 
alternative medicine (CAM) by Washington state hospices. American Journal of 
Hospice and Palliative Medicine, 25, 463-468. Doi: 10.1177.1049909108322292. 
165 
 
Krein, S. L. (1999). The adoption of provider-based rural health clinics by rural hospitals: A 
study of market and institutional forces Retrieved from 
http://find.galegroup.com.libproxy.lib.unc.edu/gtx/infomark.do?&contentSet=IAC-
Documents&type=retrieve&tabID=T002&prodId=AONE&docId=A54422452&source=
gale&srcprod=AONE&userGroupName=unc_main&version=1.0.  
Kozier, B., Erb, G., Berman, A., & Snyder, S. (2004). Fundamentals of Nursing. Saddle 
River, NJ: Pearson Prentice Hall.  
Kuchibhatla, M., & Fillenbaum, G., (2003). Comparison of methods for analyzing 
longitudinal binary outcomes: cognitive status as an example. Aging & Mental Health, 
7, 462-468. Doi: 10.1080/13607860310001594727. 
Lawrence, T. B. (1999). Institutional strategy. Journal of Management, 25(2), 161-187. 
doi:10.1016/S0149-2063(99)80008-7.  
Lee, J., Herzog, T., Meade, C., Webb, M., & Brandon, T. (2007). The use of GEE for 
analyzing longitudinal binomial data: A primer using data from a tobacco intervention. 
Addictive Behaviors, 32, 187-193. Doi: 10.1016/j.addbeh.2006.03.030. 
Lee, S., Chen, W., & Weiner, B. (2004). Communities and hospitals: Social capital, 
community accountability, and service provision in US community hospitals. Health 
Services Research, 39(5), 1487-1508.  
Leuthner, S., Boldt, A., & Kirby, R. (2004). Where infants die: Examination of place of death 
and hospice/home health care options in the state of Wisconsin. Journal of Palliative 
Medicine, 7(2), 269-277. doi:10.1089/109662104773709396.  
Lewis, C., Vedia, A., Reuer, B., Schwan, R., & Tourin, C. (2003). Integrating 
complementary and alternative medicine (CAM) into standard hospice and palliative 
care. American Journal of Hospice and Palliative Medicine, 20, 221-228. Doi: 
10.1177/104990910302000312. 
Li, Y. (2010). Provision of mental health services in US nursing homes, 1995-2004. 
Psychiatric Services, 61, 349-354. Doi: 10.1176/appi.ps.61.4.349. 
Liang, K., & Zeger, S. (1986). Longitudinal data analysis using generalized linear models. 
Biometrics, 73, 13-22.  
Lindley, L.C., Mark, B., & Lee, S. D. (2009). Providing hospice care to children and young 
adults: A descriptive study of end-of-life organizations. Journal of Hospice & Palliative 
Nursing, 11(6), 315-323. doi:10.1097/NJH.0b013e3181bcfd62.  
Liu, S., Dixon, J., Qiu, G., Tian, Y., & McCorkle, R. (2009). Using generalized estimating 
equations to analyze longitudinal data in nursing research. Western Journal of Nursing 
Research, 31(7), 948-964. doi:10.1177/0193945909336931.  
166 
 
Lockman-Samkowiak, J. (1994). Care of patients with acquired immune deficiency 
syndrome in rural areas. Journal of Intravenous Nursing, 17(4), 206-209. 
Lorenz, K., Ettner, S., Rosenfeld, K., Carlisle, D., Leake, B., & Asch, S. (2002). Cash and 
compassion: Profit status and the delivery of hospice services. Journal of Palliative 
Medicine, 5(4), 507-514. doi:10.1089/109662102760269742.  
Lorenz, K., Asch, S., Rosenfeld, K., Liu, H., & Ettner, S. (2004). Hospice admission 
practices: Where does hospice fit in the continuum of care? Journal of the American 
Geriatric Society, 52(5), 725-730. doi:10.1111/j.1532-5415.2004.52209.x.  
Lounsbury, M., & Crumley, E. (2007). New practices creation: An institutional perspective 
on innovation. Organization Studies. 28, 993-1012, doi: 10.1177/017084060707811. 
Luke, R., & Walston, S. (2003). Strategy in an institutional environment, lessons learned 
from the 1990s "revolution in health care. In: Advances in Health Care Organization 
Theory. Eds. Mick, S., & Wyttenach, M. San Francisco: Joessey-Bass, 289-323. 
Lutz, S., Spence, C., Chow, E., Janjan, N., & Connor, S. (2004). Survey on use of palliative 
radiotherapy in hospice care. Journal of Clinical Oncology, 22(17), 3581-3586.  
Lyon, M., Williams, P., Woods, E., Hutton, N., Butler, A., Sibinga, E., Brady, M., & Oleske, 
J. (2008). Do-not-resuscitate orders and/or hospice care, psychological health, and 
quality of life among children/adolescents with acquired immune deficiency syndrome. 
Journal of Palliative Medicine, 11(3), 459-469. doi:10.1089/jpm.2007.0148.  
Maciejewski, M., Weaver, E., & Hebert, P. (2010). Synonyms in health services research 
methodology, Medical Care Research and Review, epub, 1-21. Doi: 
10.1177/1077558710372809.  
Mack, J., & Wolfe, J. (2006). Early integration of pediatric palliative care: For some 
children, palliative care starts at diagnosis. Current Opinion in Pediatric, 18, 10-14. Doi: 
10.1097/01.mpo.000193266.86129.47. 
Madigan, E. A., Wiencek, C. A., & Vander Schrier, A. L. (2009). Patterns of community-
based end-of-life care in rural areas of the united states. Policy, Politics, & Nursing 
Practice, 10(1), 71-81. doi:10.1177/1527154409333861.  
Magnus, S., Smith, D., & Wheeler, J. (2004). The association of debt financing with not-for-
profit hospitals' provision of uncompensated care. Journal of Health Care Finance, 
30(4), 46-58.  
Mann, C., Rowland, D., & Garfield, R. (2003). Historical overview of children's health care 
coverage. The Future of Children, 13, 30-51. doi:10.2307/1602638.  
167 
 
Mark, B., Hughes, L., & Jones, C. (2004). The role of theory in improving patient safety and 
quality health care. Nursing Outlook, 52, 11-16. Doi: 10.1016/j.outlook.2003.10.010. 
Martin, J., Kung, C., Mathews, T., Hoyert, D. et al. (2008). Annual summary of vital 
statistics: 2006. Pediatrics, 121, 788-801. Doi: 10.1542/peds.2007-3753. 
Martinson, I. (1976). Homecare for dying children: Professional and family perspectives. 
New York: Appleton-Century-Crofts. 
Martinson, I., Armstrong, G., Geis, D., Anglim, M., Gronseth, E., MacInnis, H., Kersey, J., 
& Nesbit, M. (1977). When a patient is dying at home: home care for the child. 
American Journal of Nursing, 77, 1815-1817. 
Martinson, I., & Enos, M. (1985). The dying child: At home. In Corr& Corr (Eds.), Hospice 
Approaches to Pediatric Care (pp.31-42). New York: Springer.  
Mash, E., & Lloyd-Williams, M. (2006). A survey of the services provided by children's 
hospices in the united kingdom. Support Care Cancer, 14, 1169-1172. 
doi:10.1007/s00520-006-0123-9.  
McCabe, M., Hunt, E., & Serwint, J. (2008). Pediatric residents' clinical and educational 
experiences with end-of-life care. Pediatrics, 121(4), e731-737. doi:10.1542/peds.2007-
1657.  
McCue, M., & Thompson, J. (2005). Operational and financial performance of publicly 
traded hospice companies. Journal of Palliative Medicine, 8(3), 1196- 1206.  
McCue, M., & Thompson, J. (2006). Operational and financial performance of newly 
established hospices. American Journal of Hospice & Palliative Medicine, 23(4), 259-
266.  
McGrath, P., Holewa, H., & McGrath, Z. (2007). Practical problems for aboriginal palliative 
care service provision in rural and remote areas: Equipment, power, and travel issues, 
Collegian, 14(3), 21-26. 
McKnight, P., McKnight, K., Sidani, S., & Figueredo, A. (2007). Missing data: A gentle 
introduction. New York: Guilford Press.  
McSherry, M., Kehoe, K., Carroll, J., Kang, T., & Rourke, M. (2007). Psychosocial and 
spiritual needs of children living with a life-limiting illness. Pediatric Clinics of North 
America, 54(5), 609-629. doi:10.1016/j.pcl.2007.08.002.  
MedPAC (2011). Fact Sheet: Report to Congress - March 2011. Retrieved on May 1, 2011 
from http://www.medpac.gov/documents/Mar11_FactSheet.pdf. 
Menard, S. (2002). Longitudinal Research. Thousand Oaks, CA: Sage Publications. 
168 
 
Meyer, J., & Rowan, B. (1977). Institutionalized organizations: Formal structure as myth and 
ceremony. American Journal of Sociology, 83(2), 340-362. doi:10.1086/226550. 
Michelson, K. N., Koogler, T., Sullivan, C., Ortega Mdel, P., Hall, E., & Frader, J. (2009). 
Parental views on withdrawing life-sustaining therapies in critically ill children. 
Archives of Pediatrics & Adolescent Medicine, 163(11), 986-992. Retrieved from 
https://auth.lib.unc.edu.libproxy.lib.unc.edu/ezproxy_auth.php?url=http://search.ebscoho
st.com.libproxy.lib.unc.edu/login.aspx?direct=true&db=c8h&AN=2010459682&site=eh
ost-live&scope=site.  
Midson, R., & Carter, B. (2010). Addressing end of life care issues in a tertiary treatment 
centre: lessons learned from surveying parents' experience. Journal of Child Health 
Care, 14(1), 52-66.  
 
Mintzberg, H. (1979). The Structuring of Organizations. Englewood Cliffs, NJ: Prentice-
Hall.   
Molefe, A., & Hosmane, B. (2007). Test for link misspecification in dependent binary 
regression using generalized estimating equations. Journal of Statistical Computation 
and Simulation, 77, 95-107. Doi: 10.1080/10629360600565079. 
National Hospice & Palliative Care Organization. (2003). NHPCO issue brief: Medicaid and 
hospice care. Retrieved February 15, 2010, from 
http://www.nhpco.org/files/public/MedcaidIssueBrief.pdf. 
National Hospice & Palliative Care Organization. (2009a). NHPCO facts and figures: 
Pediatric palliative and hospice care in America. Retrieved January 1,2010, from 
http://www.nhpco.org/files/public/quality/Pediatric_Facts-Figures.pdf. 
National Hospice & Palliative Care Organization. (2009b). The Medicare conditions of 
participation for hospice care 42 CFR 418. 
National Hospice & Palliative Care Organization. (2010). A closer look at the health care 
reform provisions impacting hospice. Retrieved on April 4, 2010 from 
http://www.nhpco.org/i4a/pages/Index.cfm?pageID=5853.  
National Institutes of Health. (2004). Statement on Improving End-of-Life Care. Retrieved 
February 15, 2010 from 
http://consensus.nih.gov/2004/2004EndOfLifeCareSOS024html.htm. 
Odyssey Healthcare Inc. (2009). Annual report. Retrieved on March 15, 2010 from 
http://www.odyssey-healthcare.com/default.asp. 
Oh, S., Carriere, K., & Park, T. (2008). Model diagnostic plots for repeated measures data 
using the generalized estimating equations approach. Computational Statistics and Data 
Analysis, 53, 222-232. Doi: 10.1016/j.csda.2008.07.022. 
169 
 
Olden, P., & Clement, D. (2000). The prevalence of hospital health promotion and disease 
prevention services: Good news, bad news, and policy implications. Milbank Quarterly, 
78(1), 115-146. 
Oliver, C. (1991). Strategic responses to institutional pressures. Academy of Management 
Review, 16(1), 145-179.  
Oliver, C. (1997). Sustainable competitive advantage: Combining institutional and resource-
based views. Strategic Management Journal, 18(9), 697-713.   
Orloff, S. (2001). Incorporating children in an adult hospice program. In A. Armstrong-
Dailey, & S. Zarbock (Eds.), Hospice care for children (pp. 353-377). Oxford: Oxford 
University press.  
Orsey, A., Belasco, J., Ellenberg, J., Schmitz, K., & Feudtner, C. (2009). Variation in receipt 
of opioids by pediatric oncology patients who died in children's hospitals. Pediatric 
Blood & Cancer, 52(7), 761-766. doi:10.1002/pbc.21824.  
Orton, J., & Weick, K.. (1990). Loosely coupled systems: A reconceptualization. Academy of 
Management Review,15, (2), 203-223.    
Pan, W. (2001). Akaike's information criterion in generalized estimating equations. 
Biometrics, 57(1), 120-125.   
Pan, W. (2002). Goodness-of-fit tests for GEE with correlated binary data. Scandinavian 
Journal of Statistics 29, 101-110. Doi: 10.1111/1467-9469.00091. 
Park, S., Chen, R., & Gallagher, S. (2002). Firm resources as moderators of the relationship 
between market growth and strategic alliances in semiconductor start-ups. Academy of 
Management Journal, 45, 527-545. Doi: 10.2307/3069379. 
Pasta, D. (2009). Learning to be discrete: Continuous vs. categorical predictors. SAS Global 
Forum 2009. Paper No. 248-2009. 1-10. 
Peters, G. (2000). Institutional Theory: Problems and Prospects. Vienna: Institute for 
Advances Studies.  
Pfeffer, J., & Salancik, G. (1978). The external control of organizations: A resource 
dependence perspective. New York: Harper and Row.  
Ployhart, R. E., & Vandenberg, R. J. (2010). Longitudinal research: The theory, design, and 
analysis of change. Journal of Management, 36(1), 94-120. doi:10.1177/ 
0149206309352110.  
Polit, D., & Beck, C. (2004). Nursing research: Principles and methods. Philadelphia: 
Lippincott Williams & Wilkins.   
170 
 
Pollack, H., & D'Aunno, T. (2010). HIV testing and counseling in the nation's outpatient 
substance abuse treatment system, 1995-2005. Journal of Substance Abuse Treatment, 
38, 307-316. Doi: 10.1016/jsat.2009.12.004. 
Powell, W., & DiMaggio, P. (1991). The new institutionalism in organizational analysis. 
Chicago: University of Chicago Press.  
Proenca, E., Rosko, M., & Zinn, J. (2003). Correlates of hospital provision of prevention and 
health promotion services. Medical Care Research and Review, 60(1), 58-78. 
Reinhart, R. (1983). Professional associations: What they are and what they do. International 
Nursing Review, 30(3), 81-82.  
Resnick, H., & Alwan, M. (2010). Use of health information technology in home health and 
hospice agencies: United States, 2007. Journal of American Medical Informatics 
Association, 17, 389-395. Doi: 10.1136/jamia.2010.005504. 
Rhodes, R., Mitchell, S., Miller, S., Connor, S., & Teno, J. (2008). Bereaved family 
members' evaluation of hospice care: What factors influence overall satisfaction with 
service? Journal of Pain and Symptom Management, 35(4), 365-371. 
doi:10.1016/j.jpainsymman.2007.12.004. 
Rolls, L., & Payne, S. (2003). Childhood bereavement services: A survey of UK provision. 
Palliative Medicine, 17, 423-432. Doi: 10.1191/0269216303pm776oa. 
 
Roush, A., Sullivan, P., Cooper, R., & McBride, J. (2007). Perinatal hospice. Newborn & 
Infant Nursing Review, 7(4), 216-221.  
Russell, G., Dahrouge, S., Tuna, M., Hogg, W., et al. (2010). Getting it all done: 
Organizational factors linked with comprehensive primary care. Family Practice, 0, 1-7. 
Doi: 10.1093/famprac/cmq037. 
Schildcrout, J., & Heagerty, P. (2005). Regression analysis of longitudinal binary data with 
time-dependent and environmental covariates: Bias and efficiency. Biostatistics, 6(4), 
633-652. Doi: 10.1093/biostatistics/kxi033.  
Schutt, R. K. (2001). Investigating the social world. Thousand Oaks: CA: Sage Publications.  
Scott, W. R., & Meyer, J. W. (1983). The organization of societal sectors. In J. W. Meyer, & 
W. R. Scott (Eds.), Organizational environments: Ritual and rationality (pp. 129-153). 
Beverly Hills, CA: Sage.  
Scott, W. R. (2001). Institutions and organizations. Thousand Oaks, CA: Sage Publications.  
Scott, W. R. (2003). Organizations: Rational, natural, and open systems. Upper Saddle 
River, NJ: Prentice Hall. 
171 
 
Scott, W.R. (2004). Institutional theory: Contributing to a theoretical research program. 
Retrieved on January 15, 2010 from 
http://icos.groups.si.umich.edu/Institutional%20Theory%20Oxford04.pdf.  
Scott, W.R., & Davis, G. (2007). Organizations and organizing: Rational, natural, and open 
system perspectives. Upper Saddle River, NJ: Prentice Hall.  
Scott, W.R. (2008). Approaching adulthood: The maturing of institutional theory. Theory of 
Sociology, 37, 427-442. 
Shadish, W., Cook, T., & Campbell. D. (2002). Experimental and quasi-experimental 
designs for generalized causal inferences. Boston: Houghton Mifflin Co.   
Sheetz, M., & Bowman, M. (2008). Pediatric palliative care: An assessment of physicians' 
confidence in skills, desire for training, and willingness to refer for end-of-life care. 
American Journal of Hospice and Palliative Care, 25(2), 100-105. 
doi:10.1177/1049909107312592.  
Shields, M. (2010).  Medicaid savings options outlined. Kansas Health Institute. Retrieved 
on April 11, 2010 from http://www.khi.org.   
Shortell, S., Marsteller, J. Lin, M. et al. (2004). The role of perceived team effectiveness in 
improving chronic illness care. Medical Care, 42, 1040-1048. Doi: 10.1097/00005650-
200411000-00002. 
Shults, J., & Sun, W., Kim, H., Amsterdam, J., Hilbe, J., & Ten-Have, T. (2009). A 
comparison of several approaches for choosing between working correlation structures 
in generalized estimating equation analysis of longitudinal binary data. Statistics in 
Medicine, 28, 2338-2355. Doi: 10.1002/sim.3622.  
Siden, H., Miller, M., Straatman, L., Omesi, L., Tucker, T., & Collins, J. (2008). A report on 
location of death in paediatric palliative care between home, hospice and hospital. 
Palliative Medicine, 22(7), 831-834. doi:10.1177/0269216308096527.  
Siebold, C. (1992). The hospice movement: Easing death's pain. New York: Twayne.   
Siegal, R., Rudd, S., Cleveland, R., Powers, L., & Harmon, R. (1985).  The hospice approach 
to neonatal care. In Corr & Corr (Eds.), Hospice Approaches to Pediatric Care (pp.127-
152). New York: Springer.  
Smith, M., Seplaki, C., Biagtan, M., DuPreez, A. et al. (2008). Characterizing hospice 
services in the United States. The Gerontologist. 48, 25-31.  
Soper, D. (2009). Statistical Calculators.. Retrieved February 1, 2010 from 
http://www.danielsoper.com/statcalc/calc01.aspx..  
172 
 
Steele, R., Davies, B., Collins, J., & Cook, K. (2005). End-of-life care in a children's hospice 
program. Journal of Palliative Care, 21(1), 5-11.  Retrieved from www.cinahl.com/cgi-
in/refsvc?jid=549&accno=2005109830 
http://search.ebscohost.com.libproxy.lib.unc.edu/ 
login.aspx?direct=true&db=c8h&AN=2005109830&site=ehost-live. 
Stevenson, D., Huskamp, H., Grabowski, D., & Keating, N. (2007). Differences in hospice 
care between home and institutional settings. Journal of Palliative Medicine, 10, 1040-
1047. Doi: 10.1089/jpm.2007.0071. 
Stevenson, D., & Bramson, J. (2009). Hospice care in nursing homes setting: A review of the 
literature. Journal of Pain and Symptom Management, 38,(3), 440-451. 
doi:10.1016/j.jpainsymman.2009.05.006.  
Suchman, M. C. (1995). Managing legitimacy: Strategic and institutional approaches. 
Academy of Management Review, 20(3), 571-610. doi:10.2307/258788.  
Surkan, P., Dickman, P., Steineck, G., OnelÃv, E., & Kreicbergs, U. (2006). Home care of a 
child dying of a malignancy and parental awareness of a child's impending death. 
Palliative Medicine, 20, 161-169. doi:10.1191/0269216306pm1139oa.  
Thompson, J. (1967). Organizations in action. New York: McGraw-Hill.  
Thompson, L., Knapp, C., Madden, V., & Shenkman, E. (2009). Pediatricians' perceptions of 
and preferred timing for pediatric palliative care. Pediatrics, 123(5), e777-e782. 
doi:10.1542/peds.2008-2721.  
Thorpe, K., & Phelps, C. (1991). The social role of not-for-profits organizations: Hospital 
provision of charity care. Economic Inquiry, 472-484. 
Tuch, H. (2009). Cuts in Medicaid hospice benefit wrong. Retrieved August 1, 2009, from 
http://www.tampabay.com/opinion/columns/article956211.ece.  
Twisk, J. (2004). Longitudinal data analysis: A comparison between generalized estimating 
equations and random coefficient analysis. European Journal of Epidemiology, 19, 769-
776. doi:10.1023/B:EJEP.0000036572.00663.f2.  
Ullrich, C., Dussel, V., Hilden, J., Sheaffer, J., Lehmann, L., & Wolfe, J. (2010a). End-of-life 
experience of children undergoing stem cell transplantation for malignancy: Parents and 
provider perspectives and patterns of care. Blood, epub.  
Ullrich, C., Dussel, V., Hilden, J., Sheaffer, J., Moore, C., Berde, C., & Wolfe, J. (2010b). 
Fatigue in children with cancer at the end of life. Journal of Pain and Symptom 
Management,1-12, doi: 10.1016/j.painsymman.2010.02.020.  
173 
 
University of North Carolina Chapel Hill, School of Nursing Continuing Education Program. 
(2010). Perinatal palliative care and bereavement. Conference held in Chapel Hill, N.C. 
on April 23, 2010.  
US Census Bureau. (2010). State and County QuickFacts. Retrieved April 24, 2010 from 
http://quickfacts.census.gov. 
US Department of Health and Human Services. Letter to State Medicaid Directors on 
 Hospice Care for Children in Medicaid and CHIP. Retrieved September 20, 2010 from 
https://www.cms.gov/SMDL/SMD/itemdetail.asp?filterType=none&filterByDID=-
99&sortByDID=1&sortOrder=descending&itemID=CMS1239330&intNumPerPage=1. 
 
US Government Printing Office.  (2010). Code of Federal Regulations 42CFR418. 
Vandeboncoeur, C., Splinter, W., Rattray, M., Johnston, D., & Coulombe, L. (2009). A 
pediatric palliative care program in development: Trends in referral and location of 
death. Archives of Disease in Childhood, 94(7), 1-8. doi:10.1136/adc.2008.153494.  
Vickers, J., & Carlisle, C. (2000). Choices and control: Parental experiences in pediatric 
terminal home care. Journal of Pediatric Oncology Nursing, 17(1), 12-21. 
doi:10.1177/104345420001700103.  
Virnig, B., Ma, H., Hartman, L., Moscovice, I., & Carlin, B. (2006). Access to home-based 
hospice care for rural populations: Identification of areas lacking service. Journal of 
Palliative Medicine, 9(6), 1292-1299. doi:10.1089/jpm.2006.9.1292.  
Wachterman, M., Marcantonio, E., Davis, R., & McCarthy, E. (2011). Association of hospice 
agency profit status with patient diagnosis, location of care, and length of stay. Journal 
of the American Medical Association, 305(5), 472-479. Doi:10.1001/jama.2011.70.   
Waldrop, D., & Kirkendall, A. (2010). Rural-urban difference in end-of-life care: 
Implications for practice. Social Work in Health Care, 49, 263-289. Doi: 
1080/00981380903364742. 
Ward-Smith, P., Korphage, R., & Hutto, C. (2008). Where health care dollars are spent when 
pediatric palliative care is provided. Nursing Economic$, 26(3), 175-178.  Retrieved 
from www.cinahl.com/cgi-bin/refsvc?jid=374&accno=2009952506http:// 
search.ebscohost.com.libproxy.lib.unc.edu/login.aspx?direct=true&db=c8h&AN=20099
52506&site=ehost-live.  
Weick, K. (1976). Educational organizations as loosely coupled systems. Administrative 
Science Quarterly, 21, 1-19.  
Wells, R., Lemark, C., & D'Aunno, T. (2006). Insights from a national survey into why 
substance abuse treatment units ass prevention and outreach services. Substance Abuse 
174 
 
Treatment, Prevention, and Policy, epub, 1-10. Retrieved from 
http://substanceabusepolicy.com/content.1.1.21. 
Wells, R., Lemak, C., Alexander, J., Nahra, T., Ye, Y., & Campbell, C.I. (2007). Do 
licensing and accreditation matter in outpatient substance abuse treatment programs. 
Journal of Substance Abuse Treatment, 33, 43-50.  
Westphal, J., & Zajac, E. (1994). Substance and symbolism in CEO's long-term incentive 
plans. Administrative Science Quarterly, 39, 367-390.  
Westphal, J., R. Gulati, & S. Shortell. (1997). Customization or conformity? An institutional 
and network perspective on the content and consequences of TQM adoption. 
Administrative Science Quarterly, 42(2), 366-94. 
White, K. R., Cochran, C. E., & Patel, U. B. (2002). Hospital provision of end-of-life 
services: Who, what, and where? Medical Care, 40(1), 17-25. Retrieved from 
https://auth.lib.unc.edu.libproxy.lib.unc.edu/ezproxy_auth.php?url=http://search.ebscoho
st.com.libproxy.lib.unc.edu/login.aspx?direct=true&db=c8h&AN=2003046797&site=eh
ost-live&scope=site.  
Widger, K., Davies, D., Drouin, D., Beaune, L., Daoust, L., Farran, R., Humbert, N., 
Nalewajek, F., Rattray, M., Rugg, M., & Bishop, M. (2007). Pediatric patients receiving 
palliative care in Canada: Results of a multicenter review. Archives of Pediatrics & 
Adolescent Medicine, 161(6), 597-602. doi:10.1001/archpedi.161.6.597.  
Widger, K., & Picot, C. (2008). Parents' perceptions of the quality of pediatric and perinatal 
end-of-life care. Pediatric Nursing, 34(1), 53-58.  Retrieved from 
www.cinahl.com/cgiin/refsvc?jid=299&accno=2009818224http://search.ebscohost.com.
libproxy.lib.unc.edu/login.aspx?direct=true&db=c8h&AN=2009818224&site=ehost-
live. 
Wiklund, J., & Shepherd, D. (2003). Aspiring for, and achieving growth: The moderating 
role of resources and opportunities. Journal of Management Studies. 40, 1919-1941. 
Doi: 10.1046/j.1467-6486.2003.00406.x. 
Wilkinson, S., Croy, P., King, M., & Barnes, J. (2007). Are we getting it right? Parents' 
perceptions of hospice child bereavement support services. Palliative Medicine, 21(5), 
401-407.  
Wilson, D. (1985). Developing a hospice program for children. In Corr & Corr (Eds.), 
Hospice Approaches to Pediatric Care (pp.5-30). New York: Springer.  
Wolfe, J., Hammel, J., Edwards, K., Duncan, J., Comeau, M., Breyer, J., Aldridge, S., Grier, 
H., Berde, C., Dussel, V., & Weeks, J. (2008). Easing of suffering in children with 
cancer at the end of life: Is care changing? Journal of Clinical Oncology, 26(10), 1717-
1723. doi:10.1200/JCO.2007.14.0277.  
175 
 
Woolridge, J. (2006). Introductory econometrics: A modern approach. Mason, OH: 
Thompson South-Western.  
Wysen, K., Pernice, C., & Riley, T. (2003). How public health insurance programs for 
children work. The Future of Children, 13(1), 170-191.  Retrieved from 
http://www.jstor.org.libproxy.lib.unc.edu/sici?sici=1054-
8289%282003%2913%3A1%3C171%3AHPHIPF%3E2.0.CO%3B2-  3&origin= 
serialsolutions.  
Yaffee, R. (2003). A primer for panel data analysis. Connect: Information Technology at 
NYU. Retrieved on line 3/1/08, http://www.nyu.edu/its/fall03/yaffee_primer.html. 
 
Yang, C., Fang, S., & Huang, W. (2007). Isomorphic pressures, institutional strategies, and 
knowledge creation in health care sector. Health Care Management Review, 32, 263-
270.  
 
Zeger, S., & Liang, K. (1986). Longitudinal data analysis for discrete and continuous 
outcomes. Biometrics, 42, 121-130.  
Zeger, S., Liang, K., & Albert, P. (1988). Models for longitudinal data: A generalized 
estimating equation approach. Biometrics, 44(4), 1049-1060.  Retrieved from 
http://www.jstor.org.libproxy.lib.unc.edu/stable/pdfplus/2531734.pdf.  
Zelinski, E., & Burnight, K. (1997). Sixteen-year longitudinal change and time lag changes 
in memory and cognition of older adults. Psychology and Aging, 7, 503-512. Doi: 
10.1037//0882-7974.12.3.503. 
 
Zelman, W., McCue, M., Millikan, A., & Glick, N. (2003). Financial Management of Health 
Care Organizations. Blackwell: Malden, MA. 
 
Zelcer, S., Cataudella, D., Cairney, A., & Bannister, S. (2010). Palliative care of children 
with brain tumors: A parental perspective. Archive of Pediatric & Adolescent Medicine. 
164(3), 225-230.  
Zerzan, J., Stearns, S., Hanson, L. (2000). Access to palliative care and hospice in nursing 
homes. Journal of the American Medical Association, 284(19), 2489-2494. 
doi:10.1001/jama.284.19.2489.  
Zinn, J., Weecj, R., & Brannon, D. (1998). Resource dependence and institutional elements 
in nursing home TQM adoption. Health Services Research, 33(2), 261-273. 
Zorn, C. (2001). General estimating equation models for correlated data: A review with 
applications. Journal of Political Science, 45(2), 470-490.  
176 
 
Zucker, L. (1977). The role of institutionalization in cultural persistence. American 
Sociological Review, 42, 726-743.  Zucker, L. (1987). Institutional theories of 
organizations. Annual Review of Sociology, 13, 443-464. 
Zwerdling, T., Davies, S., Lazar, L., Crawford, B., Tucker, L., Boughner, A., & Richter-
Beck, L. (2000). Unique aspects of caring or dying children and their families. 
American Journal of Hospice and Palliative Medicine, 17(5), 305-311. 
